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Abstract 
Experiences of Biographical Disruption Among Young Adult Cancer Survivors: 
A Phenomenological Study 
Erin A. Gallagher 
Sharon Goodill, Ph.D., BC-DMT, NCC, LPC 
Young adulthood is a time of transition in which individuals gain independence 
from caregivers, form intimate relationships, strengthen bonds with peers, and seek to 
further educational and career goals. Individuals who receive a cancer diagnosis in young 
adulthood face unique challenges related to attaining these goals. Recent research 
suggests that young adult cancer survivors perceive their lives as being biographically 
disrupted by cancer. The objective of the present study was to describe the subjective, 
embodied experiences of biographical disruption, including diagnosis, treatment, and 
survivorship, of cancer in young adults.  
Three participants who identified as survivors of cancer in young adulthood 
engaged in a movement elicitation process followed by verbal interviews. 
Phenomenological research methods were used to discover themes related to their 
embodied experiences of biographical disruption. Nine themes were identified through 
data analysis. The first seven themes are organized around participants’ sense of dynamic 
embodiment throughout specific phases of the cancer experience: Embodying the Routine 
Path before Cancer, Unpredictability and Disbelief in the Body in Diagnosis, Dynamic 
Shifts in Embodied Coping and Perceptions of the Body during Treatment, Processing 
the Cancer Experience after Treatment Delays Forward Movement, Re-Embodiment 
Leads to Negotiating Pre- and Post-Cancer Identity in Early Survivorship, 
Understanding and Adapting to the New Normal Body in the Present, and Embodied Self- 
Care in Survivorship. The final two themes were identified as being central to the global 
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experience of cancer in young adulthood: Biographical Disruption in Young Adulthood 
Represents Lost or Distorted Time and Embodied Biographical Disruption Manifests as 
Social Disruption. Results from this study are discussed in relation to their implications 
for future research and dance/movement therapy practice.
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1. INTRODUCTION 
 The overall aim of this study was to understand the subjective embodied 
experiences of biographical disruption in young adult survivors of cancer. Approaching 
this qualitative study from an embodied perspective, in which attention was brought to 
“the active, engaged process of sensory awareness of being in and living through the 
body” (Burns, 2012, p. 40), provided a rich description of how the body is implicated in 
and central to the experience of cancer in young adulthood. Individuals who identified as 
young adult cancer survivors were interviewed about their experiences during and after 
treatment and the disruption these experiences have had on their lives thus far. To bring 
awareness to these individuals’ embodied experiences of cancer, they were introduced to 
guided expressive movement prior to their interviews. This process, termed movement 
elicitation (Schelly-Hill & Goodill, 2016), primed participants to discuss their 
experiences of cancer with a focus on sensations, perceptions, and attitudes towards their 
bodies. Through the use of movement elicitation and verbal interview, this research 
sought to provide a holistic account of the impact of cancer as biographical disruption in 
young adulthood from the perspective of the study participants. 
 Young adulthood is a time of “thriving and flourishing” (Docherty, Maslow, & 
Santacroce, 2015, p. 187), in which establishing autonomy, experimenting with social 
roles, developing career goals, and cultivating intimate relationships dominate the 
developmental landscape (Newman & Newman, 2012). However, for individuals in this 
age group whose lives have been impacted by a cancer diagnosis, coping with illness, 
side effects of treatment, and changes to psychological and physical well-being may 
bring about immediate and long-term challenges (Docherty et al., 2015; Evan & Zeltzer, 
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2006). Such challenges may include changes in sexual functioning and intimate 
relationships, infertility concerns, social isolation, and interruption or postponement of 
academic or career goals (Hauken, Larsen, & Holsen, 2013; Kwak et al., 2013). 
Furthermore, receiving a diagnosis of cancer in young adulthood has been linked to the 
development of posttraumatic stress symptoms, divorce, smoking, obesity, chronic 
mental and physical health conditions, and disability in survivorship (Kwak et al., 2013; 
Kirchhoff, Yi, Wright, Warner, & Smith, 2012; Tai et al., 2012).  
 Taking into account the developmental tasks of young adulthood and the 
challenges a cancer diagnosis poses to individuals in this stage of life, young adult cancer 
may be considered a biographical disruption (Grinyer, 2007). The conceptualization of 
illness, specifically chronic illness, as a biographical disruption was first introduced by 
Bury (1982) in his study of individuals diagnosed with rheumatoid arthritis. He proposed 
that illness is a disruptive event in which “expectations and plans that individuals hold for 
the future have to be re-examined” (Bury, 1982, p. 169). Hubbard and Forbat (2012) 
collected and analyzed brief narratives from adults who were either living with cancer or 
whose cancer was in remission to determine whether the construct of biographical 
disruption could also be used to describe the experience of having cancer. Their findings 
suggested that individuals who have received a cancer diagnosis interpret their 
experiences as being disruptive to their anticipated life trajectories regardless of cancer 
type or length of time that the cancer has been in remission (Hubbard & Forbat, 2012). In 
another study, Grinyer (2007) sought to further the applicability of biographical 
disruption as a construct used to conceptualize cancer for young people by interviewing 
adolescents and young adults about their experiences with cancer. Participants cited their 
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loss of independence, social isolation, and changes in appearance as contributing to 
biographical disruption during the fragile process of transitioning from childhood to 
young adulthood.  
 One criticism of the concept of illness as biographical disruption includes its lack 
of focus on the body and bodily experiences in research (Williams, 2000). In support of 
this shift toward research from an embodied perspective, Kelly and Field (1996) stated 
that, “above all else coping with chronic illness involves coping with bodies” (p. 247). As 
a result, a number of studies which placed emphasis on the body’s experience of illness 
have emerged. Often, these studies focused on the embodied experience of a particular 
illness. Specific to cancer, past studies have focused on embodied masculinity in men 
with cancer (Oliffe, 2006; Wenger, 2013), embodied suffering in adolescent girls with 
cancer (Carlsson, Kihlgren, & Sørlie, 2008), embodied femininity in women with cancer 
(Laranjeira, Leão, & Leal, 2013), and embodiment in terminal cancer (Reeve, Lloyd-
Williams, Payne, & Dowrick, 2010), among others.   
 Qualitative approaches to research can provide much information to healthcare 
professionals who seek to understand cancer diagnosis, treatment, and survivorship from 
different perspectives. In the literature, there are several studies which have described the 
lived experience of cancer in young adulthood (Grinyer, 2007; Hauken et al., 2013; 
Keim-Malpass & Steeves, 2012) using various methodologies and theoretical 
frameworks. A number of other studies have employed an embodied perspective as the 
framework upon which to illustrate the holistic experience of cancer and its far-reaching, 
long-term effects in survivorship (Kelly, 2009; Laranjeira et al., 2013; Wenger, 2013). 
However, in the emerging field of oncology research dedicated to young adults, no 
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studies which attempt to describe the experience of cancer in young adulthood from an 
embodied perspective have been identified.  
 Insufficient understanding of the embodied impact of cancer on the life 
trajectories of young adults may present challenges for healthcare providers in delivering 
successful long-term care for this vulnerable population. It has been reported that 
treatment tends to be more aggressive for young adults with cancer than other age groups 
based upon the expectation that their otherwise healthy immune systems can withstand 
intense treatment (Hauken et al., 2013). However, several studies suggested that 
psychological distress increases in proportion to distressing side effects of aggressive 
treatment (Docherty et al., 2015; Kirchhoff et al., 2012). Side effects of aggressive 
treatment may include changes in appearance, fertility status, and expressions of 
sexuality, along with fatigue and pain. Late effects of cancer treatment, including all of 
the above as well as gastrointestinal problems, changes in hormone levels, and the 
potential of developing cardiovascular or lung disease may be present years after 
treatment has ended (Hauken et al., 2013). As the body is the vehicle by which “humans 
act in and relate to the world” (Pylvänäinen, 2003, p. 47), this study also sought to 
address the lasting effects of cancer treatment in survivorship as experienced by the body 
to illuminate challenges of cancer in young adulthood not previously considered or 
understood. 
 The research question this thesis project sought to answer was: What are the 
embodied experiences of biographical disruption in cancer survivors who were diagnosed 
and treated for cancer in young adulthood? The specific objective of the proposed 
research was to describe the subjective, embodied experiences of biographical disruption, 
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including diagnosis, treatment, and survivorship, of cancer in young adults. Framed with 
the central theoretical constructs of biographical disruption and embodiment, the 
literature review also addressed emotional reactions to diagnosis, treatment, and concerns 
related to achieving developmental milestones, physical aspects of illness such as 
changes in appearance, body image, and side effects of treatment, and the ways in which 
these impact perceived support during active treatment and survivorship.  
 Operational definitions of terms frequently used in the present study are provided 
here. Specific to this study, cancer is defined as an illness characterized by malignancy 
and subsequently treated by one or a combination of the following: surgery, 
chemotherapy, radiation, alternative approaches to treatment, and any other medical 
interventions which may be prescribed to treat illness or mitigate side effects of treatment 
(National Cancer Institute, 2015). A cancer survivor is “anyone who has been diagnosed 
with cancer, from the time of diagnosis through the balance of his or her life” (Centers 
for Disease Control and Prevention, as cited in Wronski, 2015, p. 9). Embodiment is 
defined as “the active, engaged process of sensory awareness of being in and living 
through the body” (Burns, 2012, p. 40). Biographical disruption is an experience directly 
caused by or related to illness which has the potential to alter an individual’s “expected 
life trajectory” (Hubbard & Forbat, 2012, p. 2034). Bury (1982) proposed three domains 
of biographical disruption which are encompassed in this definition: the recognition of 
illness and disruption of “taken for granted behaviors” (p. 169), uncertainty and 
“fundamental rethinking of a person’s biography and self-concept,” and “response to 
disruption involving mobilization of resources” (p. 170). In this study, movement 
elicitation was used to engage participants in guided expressive movement specifically 
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for the task of priming them to discuss their experiences of cancer through an embodied 
perspective (Schelly-Hill & Goodill, 2016).  
 The delimitations and limitations of the study are described here. As the sample 
size of the study was limited to three participants, the results of the study cannot be 
generalizable to all experiences of cancer in young adulthood. The parameters of young 
adulthood with regard to age is disputed in the psycho-oncology literature. The American 
Cancer Society (2015) provides the definition of cancer in young adulthood as between 
20 and 39 years of age. Erikson’s theory of psychosocial development places young 
adulthood between the ages of 19 and 40 (Newman & Newman, 2012). As this study 
focused on the experience of young adults with cancer who are transitioning out of 
adolescence and into adulthood, participants received a diagnosis of cancer between the 
ages of 18 and 35. To allow for optimal reflexivity while ensuring psychological safety, 
participants completed treatment a minimum of five years prior to participation in this 
study without subsequent recurrence.  
 In the present study, dance/movement therapy (DMT) theory was used to inform 
an embodied approach to research. Dance/movement therapy is “the psychotherapeutic 
use of movement to promote emotional, social, cognitive and physical integration of the 
individual” (American Dance Therapy Association, 2016). Dance/movement therapy 
theory recognizes the body as a tool for self-expression and connection and, as these 
processes are facilitated through the body, this perspective guided the enquiry and 
analysis of themes related to embodiment of young adult cancer. 
The information gathered from this study may be used to inform practice of DMT 
for young adults with cancer, and perhaps other illness which may be considered 
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biographically disruptive. Furthermore, this study may provide insight into the lived 
experience of young adults with cancer in ways not presented before, which could 
potentially inform future practice and research in a number of other fields. 
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2. LITERATURE REVIEW 
2.1 Perspectives on Development in Young Adulthood 
 Young adulthood can be conceptualized as a developmental phase between 
adolescence and adulthood. Chronological age corresponding to this phase of 
development is not fixed within the emerging young adult oncology literature (Zebrack et 
al., 2013). Age range varies from 15 to 39 and a number of studies conflate the 
developmental stages of adolescence and young adulthood to compare and contrast the 
unique needs of this combined population to the needs of pediatric and older adult 
oncology patients (National Cancer Institute, 2015). This literature review focuses 
specifically on the milestones and developmental tasks that are salient between the ages 
of 18 and 35, encompassing the stages of later adolescence and early adulthood according 
to Erikson’s biopsychosocial theory of development further revised by Newman and 
Newman (2012). The biopsychosocial theory of development will be used to frame the 
experiences of young adulthood and situate the impact of health crises such as cancer 
within this developmental stage.  
2.1.1 Biopsychosocial Theory: Developmental Tasks and Psychosocial Crises of 
Young Adulthood   
 The biopsychosocial theory of development proposes that individuals seek to 
successfully resolve psychosocial crises and meet developmental tasks as they progress 
through chronological stages of life. Psychosocial crises can be generally described as 
negotiations between an individual’s self-concept and the demands placed on that 
individual by the society in which he or she lives. Within the stages of later adolescence 
and early adulthood, from hereafter referred to as young adulthood in this literature 
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review, Newman and Newman (2012) listed two major psychosocial crises: individual 
identity versus identity confusion and intimacy versus isolation.  
 Young adults seeking to establish individual identity do so through role 
experimentation, a process which includes developmental tasks related to the exploration 
of gender identity, career choice, autonomy from parents, and internalized morality 
(Newman & Newman, 2012). For typically developing young adults, the psychosocial 
crisis of intimacy versus isolation follows the successful formation of individual identity. 
The process by which individuals establish intimacy is through the development of 
mutual relationships with peers. As such, the developmental tasks related to this stage 
include developing a career and intimate relationships, addressing issues related to raising 
children, and determining overall lifestyle choice (Newman & Newman, 2012).  
 In the event that an individual does not successfully resolve the psychosocial 
crises of young adulthood during this life stage, the biopsychosocial theory proposes that 
he or she is at risk of forming a rigid attitude towards others, a sense of victimization 
among peers and those belonging to other social groups, and potentially limiting one’s 
ability to form intimate relationships with prospective partners. Due to the sequential 
nature of the biopsychosocial theory, individuals cannot return to previous stages of 
development; however, Erikson posited that themes from prior developmental stages 
could reemerge or be reviewed by an individual who had not successfully resolved the 
psychosocial crises of those stages (Newman & Newman, 2012). In this way, successful 
identity formation and engagement in intimate relationships may be achieved by those 
who experience disruptions in development during young adulthood, provided that 
individuals are given opportunities to address developmental and psychosocial tasks at a 
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later life stage. 
2.1.2    Other Aspects of Development in Young Adulthood 
 In their literature review, Clark and Fasciano (2015) examined other aspects of 
growth relevant to the stage of young adulthood, specifically physical, cognitive, 
psychological, social, and spiritual development. In terms of physical development, the 
authors asserted that individuals are typically at the height of reproductive ability, 
sexuality, and physical fitness during young adulthood. Furthermore, brain development 
continues through young adulthood into the late 20s, specifically in regions related to 
executive functioning, problem-solving, and reasoning. Young adulthood is also a time of 
considerable psychological growth, sometimes accompanied by instability as individuals 
transition from dependence to independence to interdependence. Many mental health 
disorders, specifically serious mental illnesses including schizophrenia and bipolar 
disorder, are first diagnosed in young adulthood. Also of particular importance in young 
adulthood is identity formation in relation to spirituality. Young adults seek to integrate 
spirituality into their self-concept as they internalize values and beliefs from the families 
and communities to which they belong during this stage of development (Clark & 
Fasciano, 2015). 
2.2 Consequences of Disease/Illness on Young Adulthood Development 
 A discussion on the wide range of cancer types and respective treatments is 
beyond the scope of this literature review; however, the impact of disease, diagnosis, and 
treatment on development can be examined in terms of these factors’ contributions to 
illness in young adulthood. The intersection of medical sociology, health psychology, and 
biopsychosocial theory inform the study of the impact of illness on development and 
11 
 
provide a context for the conceptualization of cancer in young adulthood. Helman (1981) 
described illness as not merely disease or diagnosis, but instead an individual’s subjective 
experiences of having a disease, the meaning of the disease and its effect on behavior and 
relationships with others, and any measures the individual has taken toward treating a 
disease. As such, illness may further destabilize development in young adulthood. As 
identity formation has been established as one of the most important tasks of young 
adulthood, Clark and Fasciano (2015) asserted that one of the challenges of having a 
serious illness in young adulthood is the integration of the role of the patient into the 
individual’s developing identity.  
 Evan and Zeltzer (2006) suggested that individuals who have recently entered the 
developmental stage of young adulthood may have less life experience, coping resources, 
and problem-solving capabilities from which to draw upon as they seek treatment. Older 
young adults who have developed a wide repertoire of coping strategies may have more 
success in adapting to illness; however, having a greater sense of awareness and access to 
information regarding treatment outcomes may overwhelm older young adult patients. 
Educating young adults about treatment options based upon their cognitive levels while 
allowing them the choice of which family members to include in treatment decisions may 
restore a sense of control and independence to patients in accord with their 
developmental capacities (Evan & Zeltzer, 2006).  
2.2.1 Life Course Health Development Perspective  
 In their theoretical paper, Halfon and Hochstein (2002) described the Life Course 
Health Development perspective, a framework for understanding how physiological, 
behavioral, psychological, social, and environmental factors influence health 
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development. The authors conceptualized health development as an adaptive process in 
which the context and process of health development and the mechanisms which affect 
health are mediated by time. Though the authors asserted that health outcomes in 
adulthood are influenced most during critical periods of development in early childhood, 
they also introduced the idea that transitional periods throughout the lifespan may impact 
health. Transitional periods of intense change, such as those experienced in young 
adulthood, can evoke feelings of vulnerability, especially amidst a health crisis. It is 
during these times of transition that individuals call upon coping and adaptive resources 
and seek support from significant social relationships.  
 Using the Life Course Health Development framework, Docherty et al. (2015) 
illustrated the developmental challenges facing adolescents and young adults with cancer. 
In their paper, the age range of interest is defined as between 15 and 29 years of age. For 
individuals within this age range with a diagnosis of cancer, the authors identified a 
number of concerns including threats to independence from parents, challenges with 
maintaining education and career goals or reentering these environments, developing new 
relationships, and discovering coping resources to aid with symptom management. Along 
with these immediate challenges, the authors listed other potential long-term outcomes of 
adolescent and young adult cancer, such as increased smoking and drug and alcohol use, 
social isolation, greater psychological distress, and regret surrounding loss of fertility. 
Consistent with Halfon and Hochstein’s (2002) stance, Docherty et al. (2015) suggested 
that factors which help to lessen the negative impact of cancer on young people include 
the presence of family and peer supports. 
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2.3 Young Adulthood Cancer Survivorship and Long-Term Implications of 
Cancer 
 Before investigating cancer survivorship in young adulthood, a definition of the 
population of interest must be provided. While Wronski (2015) noted that there have 
been many interpretations of the phrase “cancer survivor” in the recent past, the 
definition used in this literature review to describe a cancer survivor is “anyone who has 
been diagnosed with cancer, from the time of diagnosis through the balance of his or her 
life” (Centers for Disease Control and Prevention, as cited in Wronski, 2015, p. 9). As 
noted above, receiving a cancer diagnosis affects development in young adulthood, but 
the impact of cancer on long-term physiological and psychological health may alter the 
life trajectory of survivors. Survivorship identity for young adults may be further 
challenged for those managing late effects of cancer treatment, as these secondary health 
issues take on the characteristics of chronic illness. Research specific to the long-term 
implications of cancer on social, psychological, physiological, spiritual, and health-
related quality of life for young adult survivors is reviewed below. 
2.3.1 Impact of Cancer on Social Relationships in Young Adulthood 
 Typically developing young adults seek relationships with peers and intimate 
partners while striving for independence from parents and family. Receiving a diagnosis 
of cancer in young adulthood may challenge the development and maintenance of social 
relationships in a number of ways. For example, young adults seeking treatment for 
cancer often take time away from school or work responsibilities, thus isolating 
themselves temporarily from peers. Evan and Zeltzer (2006) noted that this isolation may 
cause young adults to feel a decrease in social ability extending out of the active 
14 
 
treatment phase and into survivorship. Strauser, Jones, Chiu, Tansey, and Chan (2015) 
suggested that individuals who have experienced changes in cognitive ability as a result 
of cancer treatment may also be forced to change their courses of study or occupational 
goals, thus further compromising their ability to bond with peers and develop 
professional relationships.   
 Due to the isolative impact of illness on cancer patients, young adults have sought 
out alternate means of connecting to social support. While some studies have identified 
in-person support and focus groups as being a source of social support for young adult 
cancer survivors (Kumar & Schapira, 2013; Adolescent and Young Adult Oncology 
Progress Review Group [AYAOPRG], 2006), a number of studies have investigated the 
role of peer support in online communities, blogs, and social media sites specifically 
designed to connect young adults with cancer (Keim-Malpass & Steeves, 2012; 
Treadgold & Kuperberg, 2010). These studies have shown that finding age-appropriate 
support from in-person groups may be challenging for young adults, leading them to 
instead search online for peers who empathize with their current health concerns.  
 In their literature review investigating available peer supports for young adults 
with cancer, Treadgold and Kuperberg (2010) listed some of the benefits of online peer 
support groups: they are cost-effective, they reduce isolation by removing the need to 
travel to in-person groups, they serve to connect young adults with very rare cancer types, 
they minimize physical limitations which would preclude individuals from gathering in-
person, and they provide the option of anonymity. Perhaps most importantly, these 
groups allow young adults to establish and maintain relationships with peers. As 
Treadgold and Kuperberg (2010) stated, peer relations may be challenged during 
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treatment, thus, online support groups allow young adult cancer survivors to maintain a 
sense of social connectedness which is essential to their development.  
2.3.1.1 The Role of the Family  
 The family unit plays an important function in coping with cancer. Evan and 
Zeltzer (2006) found that families may either support or serve as potential risk factors for 
individuals in active treatment and survivorship. In their literature review, mothers and 
peers were identified as the most supportive to young people with cancer, with a flexible 
family system providing optimal conditions for healthy coping. The authors found that 
the use of avoidance as a primary coping strategy within families may serve a patient in 
active treatment, but may hinder his or her ability to successfully achieve developmental 
milestones related to creating and maintaining peer relationships in survivorship.  
 In their qualitative study, Kumar and Schapira (2013) interviewed 15 young adult 
cancer survivors regarding intrapersonal, interpersonal, and community identity 
formation after cancer. While most participants reported having adequate support from 
their families and friends, others remarked that they did not feel supported. A lack of 
family support contributed to loneliness and increased emotional distress. Emotional 
distress can impact family functioning as well as the patient’s ability to cope with illness. 
In a study performed by Juth, Silver, and Sender (2015), the incidence of post-traumatic 
stress symptoms in 110 adolescent and young adult cancer patients between the ages of 
12 and 24 and their caregivers was measured. The authors found that the caregiver group, 
comprised mostly of mothers, reported higher levels of post-traumatic stress symptoms 
than younger patients and similar levels of post-traumatic stress symptoms with older 
patients. These post-traumatic stress symptoms in both caregivers and patients lead to 
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avoidance behaviors, which may compromise adherence to treatment during and after the 
active treatment phase.    
 Though several studies mention the impact of cancer on young adults with 
children (Evan & Zeltzer, 2006; Gorman Bailey, Pierce, & Su, 2012), no studies which 
specifically focused on the effect of cancer on the relationship between caregiver-as-
patient and child could be located in the course of research. This is perhaps due to the fact 
that the field of young adult oncology research is relatively young and most research on 
this topic is devoted to challenges related to fertility rather than parenting. Studies which 
focus on fertility and pregnancy are reviewed elsewhere in this chapter. 
2.3.1.2 Sexuality, Intimacy, and Intimate Relationships  
Along with gaining independence from parents while establishing relationships 
with peers, one of the primary tasks of young adulthood is to form intimate relationships 
with potential partners. A number of studies have examined the role of cancer in young 
adulthood in initiating new intimate relationships or maintaining relationships with 
partners during and after active treatment (Bolte, 2010; Geue, Schmidt, Sender, Sauter, & 
Friedrich, 2015; Kirchhoff et al., 2012; Robinson, Miedema, & Easley, 2014). In addition 
to intimacy, perceived sexuality, sexual competence, and sexual function have been 
studied, as these aspects of intimacy affect overall quality of life in young adult cancer 
survivors (Bolte, 2010).  
Ninety-nine young adult cancer survivors were surveyed in a study conducted by 
Geue et al. (2015) to assess satisfaction regarding sexuality and intimate relationships. 
All participants included were in a romantic relationship at the time of the study. The 
authors found that 96% of respondents reported being in “non-distressed relationships” 
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(p. 1371). However, one third of participants reported decreased frequency of sexual 
intercourse and dissatisfaction with sexual efficiency. Negative body image, fertility 
issues, and feelings of sexual unattractiveness were reported in those who had negative 
perceptions of their sexuality in survivorship, with women responding negatively at a 
higher rate than men. Negative changes in sexuality were associated with lower quality of 
life and higher incidences of anxiety and depression. The authors suggested that 
discussions about changes in sexuality in survivorship be addressed by healthcare 
providers, as these changes have been correlated with other physical and psychological 
health outcomes.  
In their qualitative study on intimacy in young adults with cancer, Robinson et al. 
(2014) defined intimacy as being comprised of emotion and sexuality. The authors used 
grounded theory methodology to analyze data from interviews with 53 young adult 
cancer survivors with an average age of 32.8 years. They found that sexual intimacy was 
impacted by myriad factors, separated into four themes. The first theme, the mental 
experience of cancer, related specifically to challenges such as the financial burden of 
cancer, changed priorities, stress, recovery from illness, and fatigue. The second theme, 
the challenge to sexual intimacy, related to physical aspects of sexuality such as body 
image, changes in response to sexual stimuli, and sexual performance. The third theme, 
the relationship response to strain, focused on the impact of a loss of sexual desire and 
lack of support from partners on intimate relationships. The fourth theme, adapted 
intimacy, focused on the positive ways partners adapted to cancer. The authors reported 
that, of the 53 participants interviewed, 10 had ended relationships at some point during 
or after cancer treatment. Some participants felt that intimacy had been negatively 
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affected by cancer, others felt as though intimate relationships on a whole were 
unaffected, and a number of participants reported that their cancer journeys improved 
their relationships with their romantic partners. 
Using survey data from the 2009 Behavioral Risk Factor Surveillance System, 
Kirchhoff et al. (2012) determined that young adult cancer survivors had an elevated risk 
of separation or divorce as compared to a control group comprised of individuals who 
reported having never been diagnosed with cancer. Findings suggested that young adult 
cancer survivors are just as likely as controls to get married, but 77% more likely to be 
divorced or separated than the control group or the general population. Other significant 
findings reported by the authors include the following: female young adult cancer 
survivors were 80% more likely to be divorced than females without a diagnosis of 
cancer; among males aged 20-29, 29% of cancer survivors were divorced, compared to 
6.3% of the control group. The authors suggested that the financial burden of a cancer 
diagnosis, changes in fertility status, and psychological and physical symptoms may 
contribute to higher rates of separation or divorce. 
2.3.2 Education, Career, and Financial Independence  
Though there is some information regarding the effects of cancer on education 
and occupation in survivors of childhood cancer, little research which addresses the needs 
of young adult cancer survivors in regards to career development exists (Strauser et al., 
2015). It is important to note that these distinct age groups share some similar challenges, 
yet the effect of treatment on developing cognition and executive functioning may be 
vastly different for someone treated at age 12 versus someone treated at age 19 or 26. In 
addition, some studies have identified the impact of treatment effects on executive 
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functioning as being dependent on the age at which cancer was diagnosed as well as 
cancer type (Prasad et al., 2015).  
While Prasad et al. (2015) noted that a survivor’s cognitive functioning, including 
processing speed, memory, attention, and executive functioning, play a role in his or her 
education and employment, it is only one aspect of the larger challenge of successful 
employment in young adult cancer survivors. Education and career attainment are 
dependent upon and enhance social relationships. In addition, the ability to find and 
maintain employment impacts financial stability, and thus independence. The authors of 
the Report of the Adolescent and Young Adult Oncology Progress Review Group 
(AYAOPRG, 2006), noted that a young adult cancer survivor’s insurability, and thus 
access to healthcare, can be affected by employment. Though statistics provided in the 
report do not reflect changes in healthcare policy that have been instituted since its last 
publication in 2006, many young adult survivors of cancer have been uninsured or 
underinsured while seeking treatment over the course of the last several decades. 
Regardless of current health and insured/uninsured status, a survivor’s decision to select 
or remain employed with a company based on insurance may impact overall quality of 
life.   
 In an article written by Strauser et al. (2015), a conceptual model which addressed 
the specific needs of young adult cancer survivors was presented for researchers, 
practitioners, and policy makers. More so than traditional models of career development, 
the impact of contextual factors such as personal and environmental factors and 
limitations on other domains of career development was emphasized in this model. 
Contextual factors (i. e. cancer) play an interconnected and bidirectional role in 
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determining and maintaining career for cancer survivors. According to the authors, “work 
is closely tied to meeting basic needs and increased physical and psychological well-
being, [and] gaining an understanding of the components that make up an individual’s 
career experience has important physical and psychological health implications” 
(Strauser, et al., 2015, p. 167). 
2.3.3 Psychological Impact of Cancer on Young Adult Survivors 
 Existing research on the psychological impact of cancer in young adulthood is 
diverse and focuses on unmet needs of patients and survivors (AYAOPGR, 2006; 
Zebrack et al., 2013), prevalence rates of psychological diagnoses (Prasad et al., 2015; 
Tai et al., 2012), and related behavioral concerns which impact adherence to treatment 
and maintenance of self-care in survivorship (Herts, Khaled, & Stanton, 2017; Rabin, 
2011; Tai et al., 2012). While current literature appears to be skewed towards the 
psychological impact of cancer diagnosis and treatment, effort is taken here to report the 
long-term psychological effects of cancer on survivors, specifically regarding diagnoses 
of post-traumatic stress disorder, anxiety, depression, and related behavioral concerns 
such as substance abuse. 
2.3.3.1 Anxiety, Depression, and Neurocognitive Concerns in Survivorship 
 Ahomäki et al. (2015) conducted a study using data from the national Finnish 
Cancer Registry to assess the prevalence of psychiatric disorders in survivors of 
childhood and young adult cancers as compared to siblings with no history of cancer. In 
total, 13,860 individuals fit inclusion criteria for having been diagnosed with cancer at 
least five years prior with no subsequent secondary malignancies; of them, 9,543 were 
diagnosed as young adults ages 20-34. When compared to siblings with no history of 
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cancer, young adults were found to have slightly higher rates of depressive disorders, and 
female young adults were noted to be at higher risk of anxiety disorders than siblings or 
male young adults. Interestingly, females were also found to have elevated risk for 
alcohol and substance abuse.  
 Prasad et al. (2015) used data from the Childhood Cancer Survivor Study to learn 
more about the cognitive and psychological effects of cancer on 6,192 long-term 
survivors diagnosed with cancer between ages 11 and 21. Though this age range does not 
fully match the population of interest in the present study, information on anxiety and 
depression in young adult cancer survivors is not reported to the extent that it is by Prasad 
et al. (2015) elsewhere in the young adult oncology literature. The authors found that, 
when compared to siblings without a history of cancer, adolescent and young adult 
survivors reported higher rates of emotional distress (anxiety, depression, somatization) 
and neurocognitive issues (task efficiency, memory, and emotional regulation). Those 
reporting neurocognitive issues were also found to be at risk for unemployment or 
attaining lower levels of education, likely affecting the achievement of developmental 
tasks related to socialization (Prasad et al., 2015).  
2.3.3.2 Post-traumatic Stress Symptoms   
 As part of a larger longitudinal study, a survey conducted by Kwak et al. (2013) 
presented self-reported data from 151 adolescents and young adults at three points post-
cancer diagnosis—baseline (after diagnosis), 6 month follow-up, and 12 month follow-
up—related to posttraumatic stress symptoms (PTSS). Considering diagnosis and 
treatment to be traumatic events, the authors were interested in studying symptoms of re-
experiencing, avoidance, and arousal related to these traumatic events. According to the 
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data, 44% of respondents reported having moderate or higher levels of PTSS at one year 
follow-up compared to initial diagnosis, with 29% being at risk of having posttraumatic 
stress disorder (PTSD) according to DSM-IV criteria. Furthermore, levels of PTSS which 
were noted at six month follow-up showed no significant changes at 12-month follow-up. 
Participants who were not in school or currently employed had significantly higher levels 
of PTSS than those who remained in school or work while undergoing treatment. In 
addition, participants with higher survival rate types of cancer reported higher rates of 
PTSS than those with lower survival rates. More research to identify long-term effects of 
cancer on PTSS was suggested, because, according to the authors, PTSS “might be 
related to health behaviors and quality of life in the future” (Kwak et al., 2013, p. 1803).  
2.3.3.3 Behavioral Concerns in Survivorship 
 Drawing on previous research on the impact of psychological factors on survival 
rates of cancer patients, Epping-Jordan, Compas, and Howell (1999) conducted a 
prospective study in which 66 cancer patients were asked to comment on the incidence of 
intrusive thoughts, avoidance behaviors, and psychological symptoms to determine which 
of these factors most strongly predicted cancer progression. While the authors noted that 
research on general psychological symptoms has returned mixed findings with regard to 
survival rates, avoidance has been connected to psychological health at time of diagnosis, 
during treatment, and in long-term survivorship. As avoidance is linked to adherence to 
treatment and self-care in survivorship, much of the current research which focuses on 
psychological well-being in young adult cancer patients and survivors focuses on 
behavioral and psychological interventions.  
 In a study which used data from the Behavioral Risk Factor Surveillance System, 
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Tai et al. (2012) determined that adolescent and young adult cancer survivors diagnosed 
between 15 and 29 years (N=4,054) had a higher risk of developing a number of 
behavioral concerns than a control group of individuals with no prior cancer history 
(N=345,592). For example, adolescent and young adult cancer survivors reported a 
significantly higher rate of smoking (26% of respondents) and less leisure-time physical 
activity (31% of respondents) compared to the control group. When compared to the 
control group, adolescent and young adult survivors also reported having greater than or 
equal to 14 of the past 30 days in poor physical and mental health. These findings were 
also connected to higher reported rates of cardiovascular disease, hypertension, disability, 
asthma, and diabetes (Tai et al., 2012).  
 Avoidant behaviors and poor coping may be linked to specific behavioral issues 
such as smoking, alcohol/substance abuse, and low physical activity, which contribute to 
poor physical and psychological health outcomes for survivors. The findings of these 
studies are a cause for concern, as poor physical and mental health have been associated 
with the development of secondary malignancies in cancer survivors (Tai et al., 2012).  
2.3.4 Physiological Impact of Cancer on Young Adult Survivors 
Clark and Fasciano (2015) described the young adult years as “the peak 
reproductive and sexual years, as the stabilization of hormonal changes and the cessation 
of growth velocity give way to a time of maximum physical function” (p. 102). Young 
adults who receive a cancer diagnosis during this stage of development are particularly 
vulnerable to myriad physical changes to which they must adapt, but also to the impact of 
these changes on their identity formation and self-presentation. These changes in body 
image and function may be brief and treatment-dependent, or they may take on the 
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characteristics of secondary chronic illnesses, such as cardiovascular disease, as a result 
of long-term effects of treatment. These long-term effects, commonly referred to as late 
effects in the literature, are explored below. 
2.3.4.1 Changes in Body Image and Function  
 In her article which described some of the gaps in young adult oncology literature, 
Katz (2015) named descriptive studies and interventions dealing with body image among 
the least researched areas in the field. The topic of body image and functioning is often 
related to self-efficacy, sexuality, and intimacy; as such, it is important to recognize how 
bodily changes impact socialization and intimate relationships among young adult cancer 
survivors. As the embodied nature of research specific to body image and functioning is 
particularly relevant to the aims of the present study, effort has been taken to represent 
the diverse research findings, noted here and later in this chapter. 
 In a phenomenological study conducted by Kumar and Schapira (2013), the 
authors found that both male and female participants reported concerns regarding 
changes in body image. Side effects of treatment, such as hair loss, weight loss, changes 
in skin, and body shape were some of the most common complaints. One woman 
interviewed in the study reported not being able to look at herself in the mirror after 
undergoing a double mastectomy and chemotherapy until after her hair had grown in and 
she received reconstructive surgery. Finding ways to mark the separation between the 
active treatment phase and subsequent survivorship allowed some interviewees to cope 
with changes in body image and their effect on identity in survivorship (Kumar & 
Schapira, 2013).  
 A number of studies have focused on the impact of breast cancer on body image, 
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as appearance-altering surgery is commonly involved in treatment for breast cancer 
(McGaughey, 2006; Paterson, Lengacher, Donovan, Kip, & Tofthagen, 2016). A 
systematic review of studies which addressed the impact of breast cancer and related 
treatment on body image in younger women performed by Paterson et al. (2016) included 
36 studies. The authors found that younger women in the included studies reported more 
distress with regard to body image than older women, with poor body image positively 
correlated with physical and psychological challenges and issues with sex and intimate 
relationships. Only four of the 36 studies tested interventions, and only half of these 
showed significant improvement in body image in post-tests (Paterson et al., 2016). 
 In their qualitative study of 19 Swiss breast cancer survivors, Piot-Ziegler, Sassi, 
Raffoul, and Delaloye (2010) sought to understand the ways in which mastectomy 
impacted body image and identity. Although the age group studied is not representative 
of the present study—37 to 62 years old with an average age of 48.3—themes related to 
body image and age presented a number of times in the data. For example, seven younger 
women expressed pain and anxiety with having mastectomies at a young age, while two 
older participants reported less distress regarding their mastectomies. One older 
participant stated body image was not as important to her at her age, and that “I’m lucky 
that it’s only happening to me now” (Piot-Ziegler et al., 2010, p. 488). 
 Though research on body image dissatisfaction in male cancer survivors exists, 
much of the current literature focuses on older men outside the range of young adulthood. 
Taylor-Ford et al. (2013) surveyed 74 prostate cancer survivors between the ages of 46 
and 84 to assess changes in body image over time and to determine whether body image 
predicted general quality of life in participants. While overall reports suggested no 
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change in body image satisfaction over time, differences were reported individually, with 
some men reporting improved body image, some reporting worsening body image, and 
others reporting no change. Participants receiving androgen deprivation therapy, which is 
known to cause side effects such as breast enlargement and testicular shrinkage, reported 
the greatest decline in body image satisfaction over the two year period of study. Overall 
quality of life was demonstrated to be affected by reports of body image according to 
participants. It would be useful to duplicate this study with a younger cohort to assess 
body image satisfaction and quality of life in younger male cancer survivors. 
 Another study assessing body image in both adult women and men provided 
interesting findings which may be relevant to the experience of young male cancer 
survivors (DeFrank, Mehta, Stein, & Baker, 2007). Of the 165 men surveyed (average 
age 64.7), those diagnosed with prostate cancer reported the least amount of body image 
dissatisfaction. The authors suggested that body image satisfaction among men may be 
linked to treatment effects on appearance; treatment for prostate cancer may not alter 
appearance as much as treatment for melanoma or other types of cancer. Furthermore, 
sexual functioning and body image were not found to have a relationship among the men 
surveyed, despite the fact that treatment for prostate cancer is known to have effects on 
sexual functioning. The authors hypothesized that, for men, body image may be directly 
affected by treatment side-effects related to appearance rather than sexual function.   
2.3.4.2 Late Effects of Cancer Treatment  
 In their literature review on the long-term needs of adolescent and young adult 
cancer survivors, Nass et al. (2015) gathered data on a number of chronic health 
conditions which result from cancer treatments such as radiation and chemotherapy. 
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Though not exhaustive, this list includes physical conditions related to cardiovascular, 
pulmonary, renal/urological, endocrine, and central nervous systems. The authors noted 
that, while certain cancer treatments have not been found to cause any long-term 
physiological effects on survivors, some treatments may put patients at high risk for 
developing late effects and/or secondary malignancies. Nass et al. (2015) asserted that 
care in survivorship should extend throughout the duration of the lifespan. Prevention of 
and screening for secondary malignancies and chronic health conditions which arise from 
cancer treatments are ideally included in long-term care, with special attention to those 
whose cancers have been identified as having a high rate of return or incidence of late 
effects.     
 One of the greatest concerns for young adult cancer patients and survivors is the 
effect of treatment on reproductive function (AYAOPRG, 2006). Older adults diagnosed 
with cancer do not face the same challenges in this domain as children, adolescents, and 
young adults whose reproductive years are ahead of them. Both men and women 
survivors are susceptible to altered sexual and reproductive functioning as a result of 
treatment involving surgery, chemotherapy, and/or radiation. Furthermore, research has 
linked physiological late effects of cancer, including the development of cardiovascular 
and pulmonary health conditions as a result of radiation, to complications in pregnancy 
(Nass et al., 2015). Practitioners are encouraged to discuss fertility preservation options 
with recently diagnosed young adults in the event that they are unable to reproduce after 
treatment completion.  
2.3.5 Spirituality and Confronting Mortality in Young Adulthood  
Confronting mortality, uncertainty, loss, and anticipatory grief are themes which 
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often present in young adult oncology literature (AYAOPRG, 2006; Clark & Fasciano, 
2015). Likewise, spirituality and religiousness have also been addressed in the literature, 
but to a much smaller extent (McNeil, 2016). It is important to understand the extent to 
which young adults are able conceptualize death and loss, as each individual brings a set 
of life experiences and spiritual/religious practices to their respective treatment and 
survivorship. Doka (2015) suggested that adolescents are present-oriented in thinking, 
and while they recognize their own mortality as real, they rarely develop an established 
awareness of mortality as finite until middle adulthood. While the author asserted that 
mortality is largely ignored in young adulthood, catastrophic events such as war, health 
crises, and unexpected losses may prematurely introduce the finality of death to this 
population.  
In their literature review, Clark and Fasciano (2015) sought to provide 
information regarding the impact of cancer on various aspects of young adult 
development from a palliative care perspective. While considering and internalizing 
religion/spirituality is developmentally appropriate in young adulthood, little research has 
been done to understand the impact of receiving a cancer diagnosis on spirituality in 
young adulthood. The authors noted that spiritual development among young adults today 
is considerably different than in previous eras, and that differences in current beliefs and 
practices as well as preconceived ideas of mortality should be taken into account when 
addressing spirituality with patients. In addition, the AYAOPRG (2006) stated that some 
young adult patients feel strengthened by their spirituality in treatment and survivorship, 
but others may feel as though their beliefs are challenged by their diagnoses.  
To summarize, spirituality, loss, and mortality are complex concepts and there is a 
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need for more research to identify how young adult cancer patients and survivors may 
best be supported by healthcare professionals with regard to this facet of identity and 
development.   
2.3.6 Quality of Life  
Park, Wortmann, Hale, Cho, and Blank (2014) defined quality of life generally as 
an individual’s current sense of well-being as compared to their expectations in their 
current state. These authors created a health-related quality of life questionnaire for long-
term cancer survivors based upon existing literature in the field of late adolescent and 
young adult oncology research. In an attempt to create a measure for quality of life for 
this population that takes into account its developmental needs, Park et al. (2014) 
incorporated items that addressed the following domains: existential/spirituality, religion, 
fertility, sexuality, relationship, in/dependence, friends, family, career/education, health 
care, vitality, lifestyle, cognition, coping, and finances. After collecting questionnaire 
data from 292 individuals, results showed that areas related to coping, vitality, fertility, 
intimacy/sexuality, and cognition/memory presented the greatest amount of 
dissatisfaction and negative impact on quality of life (Park et al., 2014).  
Geue et al. (2014) used existing quality of life measures to ascertain information 
on differences in quality of life in German young adult cancer survivors based upon 
gender. A sample of 117 young adult survivors between the ages of 18 and 39 was 
matched on age and gender with a control group of 585 members of the general 
population. Average length of time since receiving a cancer diagnosis was reported at 29 
months. Overall, survivors were found to have poorer quality of life than members of the 
control group, and young women survivors were identified as having poorer quality of 
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life than men survivors and male and female members of the control group. The lowest 
quality of life scores existed in the domains of emotional and social functioning, fatigue, 
and financial burden; women survivors also reported greater dissatisfaction in cognitive 
function, fatigue, and financial difficulty than male survivors. 
 2.3.7 Resilience and Post-Traumatic Growth  
Resilience has been identified as one of the most important factors in positive 
growth and quality of life after cancer. Matzka et al. (2016) described resilience as 
“resistance, recovery, or rebound of mental and physical health after a challenge” (p. 2), 
and used this definition in their investigation of the relationship between resilience, 
psychological distress, and physical activity among adult cancer patients age 19 to 88. 
Questionnaire data gathered from 343 participants revealed that age was a significant 
moderator of resilience and psychological distress, in that older patients reported less 
distress that younger patients with similar levels of resilience. This finding demonstrates 
that interventions which increase coping strategies and thus resilience are especially 
needed for the young adult cancer population.  
Several studies which addressed resilience were identified as relevant to the 
young adult cancer population (Ishibashi et al., 2016; Nightingale et al., 2011; 
Rosenberg, Yi-Frazier, Wharton, Gordon, & Jones, 2014), but these studies combined 
adolescent and young adult populations or studied resilience in young adult survivors of 
childhood cancer. In their qualitative study, Rosenberg et al. (2014) interviewed 17 
participants with a mean age of 17 about their perceptions of resilience shortly after 
receiving their diagnoses and again, three to six months later. Themes derived from 
interviews were organized around factors which contributed to or inhibited resilience: 
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stress and coping; goals, purpose, and planning; optimism; gratitude and meaning; and 
connection and belonging (p. 186). Resilience was described by participants as the ability 
to handle adversity, and participants reported that their sense of resiliency changed in 
relation to transitional periods and times of high anxiety. Resilience was identified by 
Nightingale et al. (2011) as a factor which impacts quality of life in young adult survivors 
of childhood cancer. In their review of qualitative studies, the authors found that 
resilience was an important aspect of new identity formation in survivorship. Resilience 
also supported an active shift in perspective from victimization to self-confidence, 
maturity, and independence in survivorship.  
The concept of post-traumatic growth in cancer survivors has also received some 
attention in current literature. Post-traumatic growth is particularly relevant to the topic of 
quality of life in long-term survivorship. As part of a larger study conducted by Park, 
Chmielewski, and Bank (2010), 167 cancer survivors with a mean age of 46.34 were 
surveyed regarding the presence of post-traumatic growth as a mitigating factor against 
intrusive thoughts. The authors found that post-traumatic growth did protect participants 
from the negative impact of intrusive thoughts. In fact, intrusive thoughts were associated 
with more positive affect, spiritual well-being, and sense of satisfaction in those who had 
experienced more growth in relation to their cancer diagnoses (Park et al., 2010).  
In another study on post-traumatic growth, 523 young adult survivors with an 
average age of 29 were surveyed by Bellizzi et al. (2012) to determine how cancer 
positively and negatively affected their experiences in survivorship. Respondents were 
grouped by age (15-20, 21-29, 30-39) to allow for comparison of responses between 
groups. A negative impact was reported most in the domains of body image, finances, 
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control over life, work plans, relationships with significant others, and plans for children; 
however, positive growth was noted within the domains of relationships, future 
plans/goals, and health competence across all three age groups. The positive impact of 
cancer on relationships is particularly important as family and peers have been noted to 
be the most supportive of young adults diagnosed with cancer. Continued research on 
post-traumatic growth specific to young adult cancer survivors would be helpful in 
determining evidence-based interventions for those areas found to have a negative impact 
on survivorship, particularly the area of body image (Bellizzi et al., 2012). 
2.3.8 Identity in Survivorship  
In their phenomenological study, Hauken et al. (2013) interviewed 20 cancer 
survivors ages 18 to 35 about their experiences of transitioning from active treatment to 
survivorship. Each participant interviewed had transitioned to survivorship within the 
past five years. The authors identified four themes in their analysis of qualitative data: 
lack of preparation to transition on the part of the patient as well as the healthcare 
provider, late effects pervading the entire life, lack of understanding and empathy from 
healthcare providers, family, friends, and coworkers, and the experience of being neither 
sick nor healthy. These factors contributed to a mismatch of expectations and reality of 
reentering everyday life post-treatment. Late effects were found to have vast effects on 
psychological and physical health, particularly symptoms related to fatigue, pain, 
gastrointestinal problems, hormonal changes, and fertility. Participants’ reports of 
isolation furthered their distress. Some participants discussed the idea of having been 
changed completely by their experiences into another person, physically and emotionally, 
with whom they were not familiar. From these findings, the authors suggested that issues 
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related to survivorship be addressed from a holistic perspective to ensure that young adult 
cancer patients feel supported as they transition to survivorship. 
In another phenomenological study which used data from online blogs of women 
survivors of cancer, Keim-Malpass, and Steeves (2012) gathered information on a 
number of salient issues facing young adult cancer survivors. Their findings on 
transitioning to survivorship, aptly named “transition into the abyss” (p. 377) by one of 
the blog writers, demonstrated the complexities of taking on the identity of young adult 
cancer survivor. Transitions out of active care into survivorship were perceived as 
abruptly as post-diagnosis transitions into the sick-role.  Many of the blog writers 
mentioned their fear of recurrence after treatment ended, but long-term survivors were 
able to balance this fear with happiness as time progressed. For many, survivorship 
represented a new opportunity for personal and professional growth.  
Kumar and Schapira (2013) explored the impact of intrapersonal, interpersonal, 
and community factors on 15 young adult cancer survivors’ identity formation. In 
adjusting to survivorship, two coping methods were identified by the authors: separating 
past and present identities or finding a sense of continuity in identity from pre- to post-
treatment. Some of the participants who coped with their experiences by separating their 
past and present identities expressed a desire to not be thought of or referred to as a 
survivor. Not only did this term remind them of the pain and anxiety of treatment, but 
some reported that this identity descriptor generated a sense of unwanted sympathy and 
attention from community members. Those that coped by establishing a sense of 
continuity from before and after treatment were found to have incorporated their 
experiences into their identities. One participant noted that her identity as a cancer 
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survivor was a source of pride for her. 
Little, Paul, Jordens, and Sayers (2002) sought to describe the experiences of 
long-term adult cancer survivors with regard to their perceptions of identity. Their 
qualitative study, which consisted of interviews with survivors and one caregiver, utilized 
the concepts of embodiment, continuity, and memory to describe participants’ reports of 
personal identity in survivorship. Disruptions in future memory, defined as an “act of 
imagination whereby we envisage looking back at our identity-defining events which 
have yet to occur” (Little et al., 2002, p. 171) affect the overall sense of continuity for 
individuals diagnosed with cancer. To cope with discontinuity, the authors identified 
several methods employed by participants: using values and beliefs such as religion, 
work, and health, as anchor points; reconstructing former identity and/or incorporating 
changes in embodiment and experience; and assigning meaning to experiences as a way 
of expanding identity. However, the authors also noted that disruptions in future memory 
and alienation may hinder a survivor’s ability to cope with the effects of extreme 
experience. The authors asserted that survivors’ burdens, particularly in relation to 
identity creation, are largely under-researched and misunderstood in research and 
community contexts.   
2.3.9 Summary of Potential Long-term Implications of Cancer on Young Adult 
Survivors 
The physical, emotional, and social challenges posed by receiving a diagnosis of 
and treatment for cancer in young adulthood are extensive. To illustrate this point, Little 
et al. (2012) stated “extreme experience is extreme because it leaves no aspect of identity 
untouched” (p. 176). The previous sections of this literature review outlined the issues 
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identified by current researchers in the field of young adult oncology, including 
challenges to establishing and maintaining familial, peer, and intimate relationships; 
sexuality and intimacy; financial stability, independence, and continuity in education and 
work; late effects, including changes to psychological, physical, and cognitive 
functioning and changes in appearance and body image; mortality and spirituality; quality 
of life; and identity construction/reconstruction in survivorship. Though these challenges 
may produce positive and negative outcomes in survivorship (Bellizzi et al., 2012; Little 
et al., 2002; Park et al., 2010), much remains to be explored and understood about the 
consequences of cancer in young adulthood and how best to address these consequences.  
2.4 The Problem: Young Adult Cancer as Biographical Disruption 
  In his influential theoretical paper, Bury (1982) drew upon previous 
conceptualizations of chronic illness and disability within the field of medical sociology 
as well as interviews with 30 individuals recently diagnosed with rheumatoid arthritis to 
outline the construct of chronic illness as a biographical disruption. The author provided 
three domains of chronic illness which can be characterized as disruptive: recognition of 
illness and disruption of “taken for granted behaviors” (p. 169), uncertainty and 
“fundamental rethinking of a person’s biography and self-concept,” and “response to 
disruption involving mobilization of resources” (p. 170). Each of these domains is 
explored in detail and supported by the views of the interviewees of the study. Of 
particular importance to the study of young adult cancer are Bury’s remarks regarding the 
younger participants of his study and their experience with first recognizing a change in 
health status. Though diagnosed with arthritis and not cancer, younger participants 
reported disbelief and anxiety in reaction to receiving a diagnosis they typically 
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associated with old age. As such, issues with recognition of illness and mobilization of 
resources may pose a unique challenge to young adults facing chronic illness.    
2.4.1 Cancer as Biographical Disruption  
A qualitative study conducted by Hubbard and Forbat (2012) drew upon the 
framework of biographical disruption, a concept once used to describe the experience of 
chronic illness, in order to assess its relevance to the experience of cancer. The authors 
gathered brief written narratives from 40 cancer survivors and people who were currently 
in treatment and analyzed these narratives for themes pertaining to biographical 
disruption. Findings suggested that cancer is “disruptive to everyday life many years after 
diagnosis and treatment, a persistent and on-going threat, a disease that heightens cancer 
survivors’ sense of their own mortality, [and] a disease that invokes a change to self, 
disrupting anticipated identity” (p. 2035). Participants perceived aspects of their 
experiences with cancer to be both positive and negative, but the overall effect of 
biographical disruption on their life trajectories was not necessarily perceived as 
negative. Especially important to note was the finding that participants who were 
diagnosed under 50 years of age viewed cancer as an ongoing threat, associated with fear 
and worry of recurrence, regardless of how many years participants had been in remission 
and how many physical and psychosocial problems they reported.  
2.4.2 Cancer as Biographical Disruption in Young Adulthood  
To answer the question ‘What is it like to be a young adult with cancer?’ Grinyer 
(2007) interviewed and read narratives of 20 adolescents and young adults, ages 16 to 26, 
who had been diagnosed with cancer. The author used the concept of biographical 
disruption to frame her interviews and resulting presentation of data. Grinyer (2007) 
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suggested that the experience of cancer in adolescence and young adulthood may 
exacerbate the socially and culturally embedded challenges of transitioning from 
childhood to adulthood, thus causing what may be considered a biographical disruption. 
With regards to her interviewees’ reports of changes to their physical bodies during or 
after treatment and the challenges associated with these changes, the author stated that 
hair loss, weight gain, and the possibility (or reality) of having someone, such as a parent, 
help to clean and clothe them contributed to issues of self-esteem and loss of 
independence. Perhaps more than other stages of life, these issues are central to the 
experience of transitioning from childhood to adulthood. 
In their article, Iannarino, Scott, and Shaunfield (2017) stated:  
because the biographical disruption of cancer diagnosis, its treatment, and issues 
pertaining to survivorship cause uniquely altered social relationships between 
[young adult] survivors and [social network members], this population encounters 
barriers to engaging in supportive communication, which inhibits illness 
adjustment (i.e., biographical reconstruction). (p. 273)   
To better understand the ways in which communication served or hindered coping with 
biographical disruption, the authors interviewed 30 young adult cancer survivors 
regarding their experiences of effective and ineffective social support. Thematic analysis 
of interview data provided the following results: effective support was most evident when 
the survivor felt that he or she was being treated normally; modes of ineffective support 
were comprised of pity, negative stories, rude remarks, excessive self-monitoring, and 
emerging from estrangement; and modes of support which were perceived as both 
effective and ineffective included instrumental support, relational support, and 
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acknowledging strength and wisdom (Iannarino et al., 2017). Participants noted that 
ineffective support was often delivered by healthy young adult peers who were attaining 
normative developmental milestones. Though Iannarino et al. (2017) asserted that the 
concept of “normal” is vague in a developmental stage which is characterized by 
transitions, having interactions with others in which survivors felt a sense of normality 
was most helpful to their ongoing biographical reconstruction. 
2.5 Theoretical Framework: Embodiment in the Context of Illness 
 While the concept of embodiment and embodied research is not new, its use 
within the medical and related fields has only recently developed in the last several 
decades (Kelly & Field, 1996). Phenomenologist Merleau-Ponty (1962) introduced the 
concept of the body as the mechanism through which sensing and perceiving reality 
occur. His stance, echoed in the statement “the world is not what I think, but what I live 
through” (Merleau-Ponty, 1962, p. xvii), supports the relevance of phenomenological 
research from an embodied perspective.   
 The definition chosen to describe embodiment for the present study is taken from 
a theoretical article which addresses the unique properties of dance/movement therapy 
(DMT) as an embodied therapeutic modality: embodiment is “the active, engaged process 
of sensory awareness of being in and living through the body” (Burns, 2012, p. 40). To 
supplement this definition as it applies to larger social contexts, Thomas-MacLean (2004) 
states “embodiment refers to the idea that body is not simply an object controlled by 
mind, that we are our bodies and that body and society exist in a dialectical relationship” 
(p. 630). 
Williams (1996) discussed embodiment within the context of chronic illness or 
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other events in which the body is perceived as betraying or resisting the self. He 
explained that taking the body for granted is not unusual for generally healthy people; 
however, “chronic illness throws into critical relief our normal state of embodiment and 
that the ensuing struggle between states of dys-embodiment [bodily alienation and 
betrayal] and attempts at re-embodiment fundamentally transform previous concepts of 
body, self, and society” (Williams, 1996, pp. 23-24). A sense of depersonalization, 
mistrust of the body, and loss of control pervade the illness experience, such that the 
mind-body relationship is forced into renegotiation. In order for successful 
renegotiation—or re-embodiment—to occur, active meaning-making and use of coping 
strategies coalesce in what Williams (1996) referred to as narrative reconstruction. 
Throughout the illness trajectory, individuals likely oscillate between states of dys-
embodiment and re-embodiment, with those whose course of treatment is uncomplicated 
potentially reaching a state of re-embodiment faster than those who experience long-term 
effects of illness or treatment.   
2.5.1 Criticism of Biographical Disruption for Excluding Embodied Experiences 
 In this theoretical paper, Williams (2000) returned to Bury’s (1982) concept of 
chronic illness as biographical disruption and brought into question its relevance and 
usefulness in late modernity. As a positive attribute of the concept, he stated that it has 
“served to articulate the voices and concerns of those who might not otherwise have been 
heard” (p. 45), but it is susceptible to criticism that it may underrepresent the experiences 
of chronically ill individuals based upon age, class, gender, and ethnicity. Most important 
to the discussion of biographical disruption in late modernity is the introduction of the 
concept of embodiment in medical sociology. Williams (2000) stated that “biographical 
40 
 
disruption…alongside notions such as the emotionally expressive body, may provide a 
crucial ‘missing link’ between the personal troubles of illness and broader public issues 
of social structure” (p. 62). 
2.5.2 Embodied Research on Cancer 
The need for research that focuses on embodied experience specific to medical 
illness has been demonstrated in the literature. A number of studies have sought to 
capture embodied experiences of individuals who received a cancer diagnosis, including 
but not limited to embodied masculinity in men with cancer (Oliffe, 2006; Wenger, 
2013), embodied suffering in adolescent girls with cancer (Carlsson, Kihlgren, & Sørlie, 
2008), embodied femininity in women with cancer (Laranjeira et al., 2013), embodiment 
in terminal cancer (Reeve et al., 2010), and embodied loss of control (Kumar & Schapira, 
2013).  
 A proponent of embodied medical research, Thomas-MacLean (2004) employed 
feminist theory in her phenomenological study to better understand the embodied 
experiences of breast cancer survivors. She asserted that women’s experiences of breast 
cancer from their own perspectives is lacking in the extensive body of breast cancer 
literature. In her study, a range of years since diagnosis (1 to 24) was represented by 12 
women who were interviewed specifically regarding their views of the medicalization of 
breast cancer and its fit into their embodied experiences of survivorship. Each participant 
voiced concerns related to her body in the diagnosis, decision making, and treatment 
process: changes in appearance, side effects, and fears of recurrence are all grounded in 
the experiences of the body. Themes identified in data analysis included issues of control, 
suffering, encountering medicine, visible loss, and leaving active treatment. Overall, 
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Thomas-MacLean (2004) found that, while women have unique responses to their 
treatment and lives after cancer, memories of treatment were associated with suffering 
long after treatment had ceased.  
2.5.3 Embodied Research on Cancer as Biographical Disruption 
 Gilbert, Ussher, and Perz (2013) conducted a qualitative study involving semi-
structured interviews with individuals with cancer and cancer survivors (N=44) as well as 
their partners (N=35). Average age was reported at 54.6 years, and average time since 
diagnosis was reported as five years. Using constructs introduced by Bury (1982) and 
Williams (1996) described above, the authors sought to understand participants’ 
subjective experiences of sexuality during or after treatment for cancer. Disruptions to 
sexual subjectivity included erectile difficulties, decreased desire for sex, sexual and 
bodily pain, and body image concerns. These findings corresponded with theoretical 
constructs provided by Williams (1996) in that participants reported feeling either dys-
embodied sexual subjectivity, re-embodied sexual subjectivity, or an oscillation between 
dys-embodied and re-embodied sexual subjectivity in response to disruptions. Those who 
experienced dys-embodiment perceived their experiences as negative with regard to loss, 
lack of acceptance, anxiety, and stress. Re-embodied sexual subjectivity was reported in 
those who perceived their experiences as improving sexuality, intimacy, confidence, and 
acceptance. Participants who reported oscillating feelings of sexual subjectivity were 
likely to be recently diagnosed and focused on survival; their perceptions of the cancer 
experience could be seen as both positive and negative. The authors found that, unlike 
other studies, individuals with non-reproductive cancers or cancers traditionally thought 
to relate to sexuality and sexual functioning were also likely to report disruptions in 
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sexual subjectivity. It is suggested that studies such as this be conducted with long-term 
survivors.  
In her grounded theory study, Wenger (2013) sought to understand the embodied 
experiences of masculinity in men faced with a diagnosis of cancer. Thirty men with an 
average age of 59 and a variety of cancers were recruited for the study. Four major 
themes emerged from interviews: a troubled future, uncertainty, isolation, and a 
discordant present. Several subthemes were further identified which related to feeling 
restrained (struggling for independence and struggling to live with vitality) and feeling 
exposed (a disquieting body and a weakened body). The author linked these findings with 
the concept of cancer as a biographically disruptive experience, stating that “biological 
disease metastasizes into the social lives of individuals, destabilizing the practice of daily 
life and the future imagined” (Wenger, 2013, p. 396). 
A qualitative, longitudinal design was employed by McCann, Illingworth, 
Wengström, Hubbard, & Kearney, (2010) to study the experiences of 12 women 
diagnosed with breast cancer for the first 12 months after receiving their diagnoses. With 
theoretical perspectives of biographical disruption and embodiment guiding the data 
collection process, the authors conducted three interviews over the course of a year with 
each participant: once after diagnosis, once during treatment, and once at follow-up. 
Themes identified in data analysis were titled “identity transition: moving between health 
and illness” and “making the transition to the future? Living with breast cancer and 
moving on” (McCann et al., 2010, p. 1969). Within the first theme, altered appearance 
was found to be a disruption to participants’ identities. The idea of illness as a social 
construct emerged as others’ acts of noticing and reminding participants of changes in 
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appearance brought forth feelings of disruption. Participants expressed some difficulty 
with regard to the second theme of moving on, as the typical hormone therapy regimen 
extends after acute treatment for five years for many breast cancer patients. Physical 
symptoms similar to menopausal symptoms were so distressing that some participants 
considered ceasing treatment. With the prolonged treatment protocol, many expressed 
difficulty in seeing the end of treatment. Per the continuation of hormone therapy, 
establishing a post-treatment survivor identity was challenging for participants. One 
participant stated “I don’t really know what to call myself…” (McCann et al., 2010, p. 
1973) regarding the use of the survivor label. The presence of physical scars also 
challenged the participants’ abilities to move on from their experiences. The authors 
suggested that this model, in which biographical disruption and embodiment frame 
experience, is used in research with longer-term survivors as it demonstrates the impact 
of cancer on many life domains and overall conceptualization of identity in survivorship.   
2.5.4 Dance/Movement Therapy as an Embodied Approach to Research  
 In a theoretical paper, Koch and Fischman (2011) discussed embodied and 
enactive approaches to researching social phenomena and linked these two approaches to 
dance/movement therapy (DMT) theory. The authors addressed both of these approaches 
in detail, referencing some of the origins of their use in the fields of anthropology, 
philosophy, and psychology. They explained that “the embodied approach gives greater 
emphasis to the individual aspect, whereas the enactive approach emphasizes the 
interactional and environmental aspects of corporeal meaning, elements that had been 
marginalized by the cognitive paradigm” (Koch & Fischman, 2011, p. 58). As DMT is 
built upon concepts of kinesthetic empathy, body memory, and movement metaphor, all 
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which utilize embodied and enactive approaches, DMT principles can be considered 
compatible with these approaches. As such, research from other fields may be enhanced 
or enriched by research which seeks to understand a phenomenon from an embodied and 
enactive perspective by way of DMT theory, interventions, and research methodology.  
2.6 Creative Arts Therapies 
 The creative arts therapies offer an unique approach to healing and improved 
quality of life for individuals with cancer. In their systematic review, Archer, Buxton, and 
Sheffield (2015) identified 10 randomized controlled trials that employed a creative arts 
therapy intervention for adult cancer patients. Four art therapy studies, three music 
therapy studies, two DMT studies, and one study that used combination of creative arts 
therapies were found. The authors noted that, while a search for randomized controlled 
trials using drama therapy was conducted as part of the review, none could be located. 
Though the overall quality of the studies, study outcomes, and participant demographics 
and diagnoses varied among the included studies, several positive findings were 
consistently reported: quality of life, stress, anger, mood, coping, anxiety and depression 
were found to be improved as a result of exposure to interventions. The only study to 
report improved physical/bodily symptoms, including increased vigor and decreased 
fatigue, used DMT as an intervention. Overall, it appears as though no one modality 
shows clear benefits over the others when compared in this systematic review. Some 
discussion of these modalities and the approach to working with individuals with cancer 
is provided below, including both qualitative and quantitative studies.  
2.6.1 Art-Making for Young Adult Cancer Survivors  
 In a hermeneutic phenomenological study conducted by Green and Young (2015), 
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seven young adult cancer survivors who had engaged in art-making while undergoing 
cancer treatment or during remission were interviewed in regards to their experiences of 
creative expression. In their interviews, the authors asked participants to show and 
discuss artwork they had made which represented creative expression related to their 
experiences with cancer, specifically within the domains of creative time, creativity 
embodied, creative spaces, and creative relation. These pieces may or may not have been 
done while in the presence of an art therapist. Two themes and seven subthemes were 
identified upon analysis of the data: increased self-understanding, a healing experience, 
being in the flow, allowing the body to express itself, renegotiating control, changing 
one’s environment, being seen, respect for art as a separate entity, and giving back. 
Especially relevant to the topic of embodiment were findings which uncovered the 
emotional and felt experience of producing, showing, and discussing the artwork. The 
authors concluded that “creative expression offered a way to let out both the difficult and 
uplifting emotions that accompanied participants’ cancer journeys” (p. 699). 
2.6.2 Music as a Coping Method for Cancer Survivors  
In a qualitative study, Ahmadi (2013) used a grounded theory approach to 
research to better understand the meanings associated with listening to or playing music 
in coping with cancer. Seventeen participants, ages 24 to 73, who used music to cope 
with cancer were interviewed about their personal music preferences and how they 
viewed these preferences as important to their coping. Five types of music were 
identified: music/sounds of nature, healing music, religious music, cheerful music, and 
heavy and hard music. Within these categories, different perspectives of how each type of 
music attributed to coping were noted. Of particular relevance to cancer in young adults, 
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the author found that several of the participants who had experienced cancer in childhood 
or young adulthood preferred listening to heavy and hard music during or after treatment. 
These individuals found a sense of tranquility and a means to express themselves through 
this type of music. The author suggested that, as young people attempt to develop their 
identities in the face of cancer, they find heavy and hard music “a means of preparing for 
a normal life, especially when they put the treatment period behind them and began to 
return to everyday life” (Ahmadi, 2013, p. 162). 
2.6.3 Dance/Movement Therapy for Cancer  
 A number of studies using dance/movement therapy (DMT) as an intervention 
have sought to improve psychological and physical health-related outcomes for 
individuals with cancer. Bradt, Shim, and Goodill (2015) composed the second Cochrane 
Review of randomized and quasi-randomized controlled trials that compared the use of 
DMT to standard of care or standard of care and other interventions to address 
psychological and physical outcomes for individuals with cancer. Inclusion criteria for 
the review was open to all types of cancer and all stages of treatment or recovery. The 
current review included three studies that sought to assess outcomes related to 
depression, stress, anxiety, fatigue, body image, quality of life, vigor, and reduction of 
somatization. The authors concluded that, of these outcomes, only quality of life, vigor, 
and somatization were found to be improved according to the results of the included 
studies; however, the overall effect of DMT for the treatment of psychological and 
physical outcomes related to cancer could not be ascertained due to the limited number of 
studies included in the review. Though none of the studies included in this review 
focused specifically on cancer in young adulthood, the intervention, methods used, and 
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outcomes assessed are relevant to the study of cancer in young adulthood from an 
embodied perspective. 
2.6.3.1    Selected Research on Dance/Movement Therapy for Cancer Survivors 
While several clinical studies and anecdotal reports regarding DMT for cancer 
survivors exist, the studies included in this section were identified as having outcomes 
specifically related to younger adult cancer patients/survivors. In a mixed-methods study 
conducted by Dibbell-Hope (2000) included in the Cochrane Review discussed above, 33 
breast cancer survivors were placed in either a control/waiting group or a DMT 
intervention group to determine if a) outcomes related to mood, distress symptoms, body 
image, and self-esteem would be improved through DMT as compared to the control 
group, b) any improvements would be sustained over time, and c) if demographic and 
biographical factors such as age, intensity of treatment, and prior exposure to dance or 
sports could predict the success of the intervention for individuals. The intervention was 
presented in the form of Authentic Movement, a specific method used in DMT, in which 
participants take on the roles of mover and witness to other movers.  
While the first two hypotheses were not supported by statistical data 
(improvements were only found in domains related to vigor, fatigue, and somatization), 
the last hypothesis was partially supported in that older women who had less severe 
prognoses and treatment, longer recovery times, and prior experience with dance or 
sports reported greater improvement post-treatment with regard to mood and distress 
symptoms. Younger women, especially those with previous dance or sports experiences, 
were found to have better body image. Contrary to quantitative reports, qualitative data 
gathered from pre- and post-intervention interviews with participants demonstrated 
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marked improvement in perceived social support, feelings about their bodies, mood, and 
self-esteem. 
 Pilarski (2008) used a mixed-method, multiple case design to study the impact of 
a two-day DMT workshop on perceptions of body image and sexuality in two 42 year old 
women. A tailored dance/movement therapy instrument (Serlin Kinesthetic Imagery 
Profile [SKIP]) comprised of a questionnaire and movement observation was used to 
quantitatively measure body image while fieldnotes and participant journals were used to 
collect qualitative data on sexuality. As compared to pre-test scores, post-test scores on 
the SKIP improved for one participant and worsened for the other. Perceptions of 
sexuality were also expressed differently for both participants, as one reported a strong 
desire for sexual intimacy with her husband and the other stated having no desire for 
sexual intimacy with her husband. The author suggested that differences in overall 
reports made by both women could be explained by the amount of social support 
received, the women’s coping styles, and their current place in the healing process. Both 
women reported the workshop as a positive experience which increased their body 
awareness.  
2.6.4 Drama Therapy  
 While no research specific to drama therapy for young adult cancer survivors 
could be located, one study which recruited breast cancer survivors as participants 
demonstrates the effect of this creative arts therapy modality.  Eleven women between the 
ages of 38 and 64 were interviewed in a study by Mattsson-Lidsle, Snickars-von Wright, 
Lindholm, and Fagerström (2007) regarding their experience in a rehabilitative drama 
therapy group. Interviews were conducted at three points: before, during, and after the 
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nine-month intervention. In their interviews, participants reported that support and 
solidarity within the group were the most important factors in their healing. Interviews 
conducted during the intervention revealed that participants found ways to confront 
thoughts and feelings and express them to the group through drama therapy, allowing 
them to feel relieved and energized. After the intervention ended, participants reported 
feeling joyful, better able to live in the present moment, healthy, and having an increased 
sense of empowerment. All participants stated that they would recommend drama therapy 
to other survivors of breast cancer. The intervention was so well received that some asked 
for the group to be extended beyond the study period. Though this was a small qualitative 
study, the results show that drama therapy is a promising therapeutic modality for cancer 
survivors.  
2.6.5 Poetry for Adults with Cancer and Cancer Survivors  
 Poetry as a therapeutic modality presents individuals with cancer and cancer 
survivors another creative outlet with regards to self-expression and healing. Rickett, 
Greive, and Gordon (2011) conducted a mixed methods study with individuals diagnosed 
with serious illness (predominantly cancer) to determine the effect of poetry writing on 
self-reports of psychological distress and general well-being. Twenty-nine adults, ages 45 
to 82, were separated into an intervention group and a wait-list group, with the wait-list 
group receiving the intervention after the first group. The intervention consisted of a 
group poetry workshop, taught by a professional poet and teacher, culminating in a 
published anthology of poems written by participants.  
 Surveys were distributed to determine risk of psychological distress before and 
after the intervention, and interviews were conducted to better understand the subjective 
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experiences of the participants. According to the instrument used to assess psychological 
distress, both groups reported a significant decrease after receiving the intervention. 
Interviews with participants revealed that all responded positively to the workshop, and 
several stated that it was more beneficial than typical support groups they had attended. 
Though the authors noted that the specific healing mechanisms of the workshop were not 
studied, theory suggests that writing may provide a sense of control over experiences and 
the opportunity to create a narrative which “may or may not be medically accurate, but 
makes sense from an existential point of view” (Rickett et al., 2011, p. 266). Many 
participants cited the social support of the group and the act of writing together, which 
challenged their creativity and intellect, as having a positive impact on their lives. 
2.7 Gap Analysis 
 Research dedicated to young adult oncology is growing in response to the unique 
needs of this population; however, there is a lack of research which addresses the 
subjective experiences of the young adult oncology population (AYAOPRG, 2006). 
Many have documented on the body’s experience of cancer (DeFrank et al., 2007; 
McGaughey, 2006; Paterson et al., 2016; Piot-Ziegler et al., 2010; Taylor-Ford et al., 
2013), or have used embodiment as a framework for understanding the nature of cancer 
and its impact on identity, self-perception, and relationship to self and others (Wenger, 
2013; McCann et al., 2010; Thomas-MacLean, 2004). Previous research has established 
that cancer is a biographically disruptive event (Hubbard & Forbat, 2012), and that this 
construct may be used to describe the experience of cancer diagnosis and treatment in 
young adulthood (Grinyer, 2007; Iannarino et al., 2017). Yet, few have specifically 
sought to understand the embodied experiences of young adult cancer survivors, and 
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none have used the theoretical constructs of biographical disruption and embodiment to 
frame the subjective experiences of those who receive a diagnosis of and treatment for 
cancer in young adulthood.   
 There is a need for research that addresses the embodied experiences of 
biographically disruptive events, such as cancer, as they are perceived by young adults. 
Katz (2015) asserted that there is a paucity of literature on sexuality and changes in body 
image in young adult oncology research. Park et al. (2014) found that, with regard to 
health-related quality of life, the least amount of satisfaction among young adult cancer 
survivors is reported within the domains of coping, vitality, fertility, intimacy/sexuality, 
and cognition/memory. Little et al. (2002) stated that “while there is understanding of and 
sympathy for illness, the burdens of survival are less well recognized.” (p. 175). A study 
that provides information on embodied aspects of survivorship and the overall experience 
of biographical disruption in young adulthood cancer would address these gaps in the 
literature. 
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3. METHODOLOGY 
3.1 Design of the Study 
 The design of the present study is a phenomenological research study. This 
method of scientific inquiry requires the researcher to suspend judgment and explanation 
of a phenomenon to allow for the subjective experience of participants to be the primary 
focus of the research (Mertens, 2015). As this study sought to describe the subjective 
embodied experience of cancer in young adulthood, the phenomenological methodology 
described by Moustakas (1994) was used to guide the process of collecting, analyzing, 
and synthesizing data. This research methodology was an appropriate fit for the study at 
hand, in which verbal interview data provided the basis for describing the embodied 
phenomenon of young adult cancer.    
 To prompt participants to discuss their experiences as they related to embodiment 
of cancer, they participated in a movement elicitation task which brought awareness to 
the sensations and feelings produced and experienced by the body. Though the interview 
was audio-recorded, the movement elicitation portion of the meeting with the researcher 
was not recorded, to minimize risks to loss of anonymity. Instead, movements created by 
participants were embodied and replicated by the researcher after the interview to inform 
the process of interpreting data. 
3.2  Location of the Study 
 This study took place in the Dance/Movement Therapy (DMT) research studio 
located on Drexel University’s Center City campus in the Three Parkway Building at 
1601 Cherry Street in Philadelphia. 
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3.3 Time Period for Study 
 This study was approved by Drexel University’s Institutional Review Board 
(IRB) to take place between January 9, 2017 and January 9, 2018. 
3.4 Enrollment Information 
 This study screened and enrolled three participants. All participants were at least 
23 years old and cancer-free at the time of interview, according to inclusion criteria 
provided below. Prospective participants could identify with any gender, socioeconomic 
class, religion, ethnicity, or racial background to participate in the study. 
3.5 Subject Type 
 Participants were recruited via word of mouth or from the Young Adult Cancer 
Connection (YACC). All participants received their diagnoses in young adulthood and 
completed treatment at least five years prior to participating in the study.  
3.6 Subject Source 
  The study was advertised among members of the faculty, staff, and student body 
of Drexel University as well as members of the YACC. Participants were also recruited 
via word of mouth. 
3.7 Recruitment 
 Recruitment was initiated following approval of this study by the Drexel 
University IRB. Participants were notified of this study by recruitment flyers placed 
within Drexel University’s Main and Center City campus locations (see Appendix A). A 
digital version of this flyer was sent to the YACC to recruit young adult cancer survivors 
in the community. In addition, emails notifying prospective participants of the study were 
sent to members of the faculty and staff via electronic announcement through the College 
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of Nursing and Health Professions Office of Research (see Appendix B). Finally, word of 
mouth recruitment, in which interested individuals were notified of the study via word of 
mouth from members of the communities mentioned above (Drexel University and the 
Young Adult Cancer Connection), was used to identify potential participants. Individuals 
recruited via this method were subject to the same eligibility screening as individuals 
who responded to recruitment flyers and emails. Prior to being invited to participate in 
the study, all potential participants were screened for eligibility through a phone 
interview with the investigator (see Appendix C).   
3.8 Inclusion criteria 
Study participants received a cancer diagnosis between the ages of 18 and 35.  
Treatment was completed no less than five years prior to participation in this study in 
order to minimize risk. Participants spoke and read English fluently. Participants were 
willing to consent to an interview and guided movement activity regarding their 
experiences with cancer.   
3.9 Exclusion criteria 
Individuals who were first diagnosed with cancer in childhood, adolescence, or 
older adulthood were not permitted to participate in this study. Potential participants were 
excluded from the study if they reported having any life-limiting physical or medical 
conditions unrelated to cancer. In addition, individuals who were currently diagnosed 
with a major mental illness or pregnant women were not eligible to take part in the study. 
Students, faculty, and staff of Drexel University’s Creative Arts Therapies Department 
were not eligible to participate in this study.  
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3.10 Investigational Methods and Procedures 
3.10.1 Informed Consent.  
After confirming eligibility, participants were asked to consent to participate in 
the study. Participants were informed of potential risks associated with participation in 
the study, and that they were under no obligation to complete the interview process. 
Consent forms were presented to participants, after which participants were asked to 
restate in their own words their understanding of the intended study and risks associated 
with it (see Appendix F). Two copies of consent forms were signed; one copy was given 
to each participant and the other copy is stored in a locked file in the Creative Arts 
Therapies Department.  
3.10.2 Instrumentation.  
Data were collected in individual meetings consisting of a guided expressive 
movement process and subsequent semi-structured interview with each participant. The 
guided movement elicitation activity prompted participants to connect to embodied 
experiences of cancer and to discuss them in the verbal interview segment of the study 
(see Appendix D). The semi-structured interview directly followed the movement 
elicitation (see Appendix E). Interviews were comprised of open-ended questions on the 
topic of embodied experiences relating to cancer. Data collection meetings ranged in time 
from two to three hours.  
3.10.3 Data Collection I: Background Information. 
Prior to each participant’s interview, he or she was asked to confirm background 
information initially provided during the phone screening process. This information 
included current age and age at diagnosis, and what, if any, experience the participant had 
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with dance or movement practices. The investigator also notified participants that 
participation in the study was voluntary and that they could stop the interview at any 
time. This discussion was designed to allow the investigator to collect background 
information while building rapport with participants.  
3.10.4 Data Collection II: Movement Elicitation.  
After collecting background information, the investigator invited individual 
participants to engage in a guided movement elicitation exercise. Though data were not 
collected during this portion of the meeting, the movement elicitation served to connect 
participants to their experiences during the verbal interview that followed.  
The movement elicitation was tailored to specifically bring awareness to the body 
and its felt sensations and experiences during and after cancer. Using elements of the 
“journey” exercise described by Goodill (1992, 2005), in which “the mover creates a 
nonverbal narrative of his or her own, reflecting on a process of growth or change” 
(2005, p. 131), participants were asked to move across the room in a way that conveyed 
experiences of cancer and then to connect these experiences to specific points in time. In 
this way, participants created a biographical timeline of their experiences as they related 
to developmental tasks and meaningful life events. This movement elicitation process 
was not video or audio recorded, but was witnessed by the investigator.  
In her explanation of the journey metaphor as a dance/movement therapy 
structure, Goodill (1992) stated that “our lives are journeys through time and are 
somehow unique to each individual” (p. 163). In the present study, the researcher 
prompted individual participants to choose a place in the room to represent a beginning 
point of the journey, and to create a path through the room to represent this journey 
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through time. Significant moments in participants’ journeys were depicted through 
movement. A detailed movement elicitation script, including warm-up directives, is 
provided in Appendix E.   
To provide context for readers, some examples of significant moments produced 
in the movement elicitation are described here. Participants were directed to establish a 
beginning point in the room to represent the beginning of their journeys. From there, the 
paths they took through space were individualized and based upon specific factors such 
as length of time taken to receive diagnosis, treatment complications, and scans/post-
treatment follow-up appointments. One participant chose to represent her diagnosis in 
movement as a modified fall, in which her upper body quickly collapsed and gave into 
gravity while she exhaled sharply, allowing her head and arms to hang limply towards the 
floor. Another participant recalled hair loss during the treatment phase, as depicted by her 
grasping for her hair and gently pulling it away from her face. One participant 
demonstrated her confusion and hesitancy towards treatment by planting her feet firmly 
on the ground while frantically moving her arms and upper body around her head. One 
participant used the entire space in her forward moving journey and decided to loop 
around the room to continue her path in a linear fashion. As her journey came to an end, 
she found herself within a few feet of her initial starting place. At this moment, she 
explained that, though she was close in many ways (metaphorically and otherwise) to her 
starting place, she could never go “back” to that point.   
The examples provided above were not considered data in this study. They 
instead provided a foundation from which to discuss participants’ journeys during the 
interviews to follow. Later, during the data analysis phase of the study, the researcher 
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recalled and embodied significant movements in the imaginative variation process. This 
is further described in Chapter 4.  
3.10.5 Data Collection III: Interview.  
An interview immediately followed the movement elicitation. This interview 
consisted of open-ended questions related to participants’ reactions to movement 
elicitation, their perspectives on how the movement elicitation primed them to speak 
about their experiences, and their thoughts and feelings on the process of connecting 
bodily sensations and memories to biographically disruptive events. Emphasis in this 
interview was placed on participants’ embodied experiences of cancer. Participants were 
encouraged to reflect on the interview and movement elicitation process before finalizing 
the interview, and time was reserved to answer any questions the participants had for the 
investigator. 
3.10.6 Data Analysis.  
Data collected through the interview process were systematically analyzed and 
reported following Moustakas’ (1994) procedures for phenomenological research. These 
procedures are outlined below.  
a.  Epoché: Prior to engaging with participants, I, the researcher, conducted an epoché, in 
which all my preconceptions and biases regarding the experience of cancer in young 
adulthood were documented and acknowledged. The purpose of this step was to 
prepare for receptive, open interactions with participants while setting aside 
judgments of their subjective experiences. In my epoché, which I chose to record in 
journal form, I wrote about my personal experiences with the young adult oncology 
population from my perspective as a caregiver, friend, and family member. Through 
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the process of writing, I came to the realization that I did not know many long-term 
young adult survivors of cancer, as most of my acquaintances had either passed away 
due to cancer or had very recently been treated/currently in treatment. As such, my 
assumptions of the cancer experience were closely tied to the acute stages of illness 
and not of long-term survivorship. In engaging in this epoché, I attempted to set aside 
my assumptions of the cancer experience as being characterized by negativity and 
despair to be open to my participants’ discussions of how they widely interpreted 
their cancer journeys in survivorship.     
b.  Interview: Interviews were audio recorded and transcribed verbatim. Personal 
information was de-identified. 
c.  Phenomenological Reduction: In order to fully describe the experiences of participants 
through data provided in their interviews, the following four steps of 
phenomenological reduction were taken (Moustakas, 1994):  
i. bracketing statements made by participants which related to the embodiment of 
young adult cancer, in order to focus on the most relevant material as it related to 
this topic  
ii. horizonalizing the bracketed statements from each interview to allow for equal 
comparison of relevant statements   
iii. clustering the horizons into themes 
iv. organizing the horizons and themes into a coherent textural description  
d.  Member Check: After reviewing individual interview data and identifying themes 
through the process of phenomenological reduction, the researcher communicated 
these findings to research participants. This procedure granted participants the 
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opportunity to confirm, clarify, or dispute the findings of the researcher and to 
provide feedback which was be used to guide the process of data analysis.  
e.   Imaginative Variation: Returning to and reflecting upon the movement elicitation of 
each participant allowed the researcher to identify the structural themes of young 
adult cancer as expressed by the participants as a group. Movement themes as well as 
themes identified in interview transcripts were used in this process. As a means of 
reflecting on movement themes and structures, the researcher chose to embody 
specific poses and movement phrases that took on significance for participants during 
the movement elicitation process. Examples of some significant movements and 
poses are provided in Chapter 4.  
The imaginative variation process shares some features with embodied artistic 
inquiry. As described by Hervey (2012), embodied artistic inquiry encompasses but is 
not limited to the following characteristics: “[the research approach] may use art 
(dance) making to collect data, analyze data, and/or present findings” and “it may 
draw upon the embodied experiences of researchers and participants as sources of 
information and understanding” (p. 207). The imaginative variation process utilized 
dance/movement to support data analysis and to gather information from an 
embodied perspective. However, the movement components of the imaginative 
variation process in the context of this study were used as part of data analysis 
procedures outlined by Moustakas (1994) and not as a stand-alone methodology. 
f.   Synthesis of Data: This final step in data analysis served to integrate textural and 
structural themes gathered in phenomenological reduction and imaginative variation 
into a cohesive report of the embodied phenomenon of cancer in young adulthood 
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from the perspective of study participants.  
3.10.7 Possible Risks and Discomforts to Participants 
 Although participants completed treatment at least five years before participating 
in the present study, a slight risk of emotional discomfort in recalling and discussing 
embodied experiences of cancer with the investigator was acknowledged. In addition, 
personal information was collected and interviews were recorded; as such, participants 
were made aware of the risk of loss to anonymity.  
3.10.8 Special Precautions to Minimize Risks or Hazards 
 Participant data was de-identified, stored on a secure server on devices that will 
remain on Drexel University’s campus, and will be destroyed according to IRB 
guidelines. Participants were notified during the consent process that participation was 
voluntary and they could end their participation in the study at any time. In addition, 
information on free counseling resources provided by the Cancer Support Community of 
Greater Philadelphia was given to all participants during the consent process. This 
organization is comprised of licensed professional counselors and social workers who 
have partnered with the Young Adult Cancer Connection in facilitating ongoing support 
groups for young adults with cancer in Philadelphia. 
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4. RESULTS 
The purpose of this study was to describe the embodied experience of diagnosis, 
treatment, and survivorship of cancer in young adults. In order to explore themes of 
embodied biographical disruption, this study enrolled three volunteer participants to 
participate in a movement elicitation process followed by a verbal interview. Nine themes 
were identified through data analysis. The first seven themes are organized around 
participants’ sense of dynamic embodiment throughout specific phases of the cancer 
experience: Embodying the Routine Path before Cancer, Unpredictability and Disbelief 
in the Body in Diagnosis, Dynamic Shifts in Embodied Coping and Perceptions of the 
Body during Treatment, Processing the Cancer Experience after Treatment Delays 
Forward Movement, Re-Embodiment Leads to Negotiating Pre- and Post-Cancer Identity 
in Early Survivorship, Understanding and Adapting to the New Normal Body in the 
Present, and Embodied Self-Care in Survivorship. The final two themes were identified 
as being central to the global experience of cancer in young adulthood: Biographical 
Disruption in Young Adulthood Represents Lost or Distorted Time, and Embodied 
Biographical Disruption Manifests as Social Disruption. 
This chapter describes in detail the results of the study. Participant demographic 
information is provided first, followed by a description of individual participants’ themes 
and textural descriptions of their experiences. The imaginative variation process is 
described next. Composite textural descriptions, structural themes, and composite 
textural-structural descriptions based upon the synthesis of all participants’ experiences 
are presented last.  
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4.1 Demographics of Participants 
The sample of three participants all identified as Caucasian women receiving their 
diagnoses at 22, 25, and 29, respectively. All were cancer-free and between 5 and 11 
years post-treatment at the time of the present study. Two of the three women preferred 
the word “survivor” in reference to their identities as persons who have completed 
treatment for cancer, and one of the women preferred the term “person with cancer 
experience.” One participant was recruited via Drexel University recruitment materials 
and the other two participants were recruited from the Young Adult Cancer Connection.  
4.2 Participant 1: Themes 
Themes presented here are derived from statements made by this participant in the 
individual interview process. Each statement is organized under the theme to which is it 
related.  
Pre-Diagnosis 
Idealizing the Pre-Cancer Body 
1. Great, totally normal, young, newly married, wonderful  
2. [Feeling] strong, feeling healthy, feeling like I could do anything 
3. Doing what I needed to do as a young adult  
4. I’m trying to do what I need for my life, for the rest of my life 
 
Diagnosis 
Unpredictability and Disbelief in the Body 
1. The wind is knocked out of you and you’re just completely limp 
2. Your whole life is just thrown up in the air 
3. What would’ve happened if I didn’t pay attention to my body? 
4. A person can feel that healthy and look that good but have this massive, you know 
[cancer] in them…that blows your mind and any concept of how the body works 
5. [Diagnosis] didn’t really sink in 
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6. That’s hard right there in the beginning of your life 
7. One day you just have cancer and that, that’s just, “okay, I’ve got cancer. I am a 
cancer patient, that’s who I am.” 
8. It’s the complete unknown. You have no idea what [treatment] is gonna be like, you 
have no idea how you’re gonna react, you have no idea how long you’re going to be 
going through this process. 
 
Treatment 
Attuning to the Body 
1. I was already putting these toxins inside my body to now kill whatever’s there.  
2. I wanted to really know, like, is this gonna work, am I getting symptoms from the 
chemo, or something else? 
3. [Scars, losing my hair] was probably very…it was a little hard for me to deal with  
4. You feel like a mac truck hit you 
5. You think about, again, as a woman, your body image and things like that.  
6. I feel awful because I have this big scar 
7. I was miserable. On an intimacy scale, there wasn’t a lot going on. 
Coping through Disembodiment    
8. Out of body 
9. Every day is a deep breath, and you’re totally just floating through 
10. Constantly your whole body is weaving. It’s just like in and out and in and out. 
You’re just kind of all over the place. 
11. You’re not grounded. You just really feel like you’re everywhere. Side to side, up and 
down. 
12. Just going going going 
13. On a roller coaster of emotions—up and down 
14. You’re just slowly moving through this…period. 
15. On auto-pilot 
 
Post-Treatment  
Negotiating Pre- and Post-Cancer Identity 
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1. The bulk of my journey has ended, but it did not end like right after the treatment 
2. I need to be done [scans] ‘cause I need to move on 
3. I definitely wasn’t right, like, the next three months after [treatment] ended 
4. You’re just like going and going and going, and then all the sudden you’re not 
5. I just dissociated for a while 
6. I’m not the person I was nine months ago 
7. I can’t just hop back on the train of young adulthood  
8. A lot more stability after [treatment ended]…you’re kind of back to “I can move on 
with my life” 
9. Having my [child] was me really being able to say, “okay, this is now a new part of 
my life journey” 
 
The Present 
The New Normal: Embracing the Journey 
1. I’m never gonna be that normal that I was at 29, because this is my new normal 
2. What has happened to you has made you the person you are today 
3. I can’t ignore it, I just kind of have to embrace it 
4. It’s just different. That’s what I can say, it’s a different normal. 
5. I’m a survivor 
6. I feel content…I’m just good. 
Scars Are Constant Reminders of Cancer 
7. I feel like it’s harder for me to not think about it every day because I have physical, 
you know, physical things to look at every day. Scars and things like that remind 
me…maybe if I didn’t have this, I might feel differently, because I wouldn’t be 
reminded every day. 
8. I can’t have another scar. So I think that for me has been hard, like in the intimacy 
department. 
9. I want to really put it all behind me and I don’t want to think about it anymore, and I 
don’t know if I’m ever going to be able to do that 
10. I think that I’m always gonna have to deal with my upper back [pain] 
11. Your body’s compensating, and it’s gonna compensate until this is truly…and is it 
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ever gonna truly be healed or perfect again? Probably not, you know? 
12. I maintain feeling good, it doesn’t incapacitate me, I can still do things 
 
The Future 
A Preventative Journey: Caring for the Body 
1. [I’m] on this preventative journey 
2. I’m just doing what I can right now to do as much prevention as possible 
3. Am I doing what I should be doing to not get [cancer] again? 
4. How can I prevent any other type of cancer from happening again? 
5. I’m definitely more in tune with my body 
6. I know I could be healthier, I know I could be doing things to be healthier in the 
aspect of my body, my mind, probably my soul… 
7. I would love to be exercising more and things like that, but I do what I can 
 
4.2.1 Participant 1: Textural Description 
The first participant characterized her body before diagnosis as feeling “strong, 
healthy…solid…vibrant” as a newly married young adult. The symptom which led her to 
seek medical attention was minor, and she questioned “what would have happened if I 
didn’t pay attention to my body?” She described the sensation of receiving her diagnosis 
as having “the wind…knocked out of you” and feeling “just completely limp.” A sense of 
disbelief and unpredictability in the body characterized this stage in her cancer journey.  
She further described the disruption of her perceived trajectory as “you’re ok and then it’s 
just like ‘oh, now I’m totally just off track’…from what you expected your life to be.” 
In preparation for treatment, this participant expressed a desire to “[wipe] the slate 
clean” in terms of unhealthy or undesirable health behaviors so she could better discern 
whether sensations were “symptoms from the [treatment] or something else.” However, a 
sense of “floating,” feeling “out of body,” and being generally “not grounded” typify the 
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treatment stage of this participant’s journey.  She describes the treatment process as one 
in which “constantly your whole body is weaving. It’s just like in and out and in and out. 
You’re just kind of all over the place.” This experience, perhaps one of disembodiment, 
is a shift from her experiences leading up to treatment, in which active attunement to the 
body was emphasized.  
Immediately post-treatment, this participant required a series of scans to ensure 
cancer had not recurred or spread. She vividly described her memory of “scan anxiety” as 
one in which “you’re holding your breath for like three days until [medical staff] call you 
and tell you it’s ok.” This period of transition from active treatment to survivorship 
presented challenges, evidenced by the statement: “I definitely disconnected…those 
three, four months after treatment ended…because you’re just like going and going and 
going, and then all the sudden you’re not.” First attempts to reconcile pre- and post-
cancer identities were made in this stage of the journey, in which “you still wanna go on 
with your life and you wanna keep going…but I’m not the person I was nine months 
ago,” and she realized “I can’t just hop back on the train of young adulthood.”  
Reflecting upon her present stage in the journey, this participant asserts that 
“you’re done, but you’re never back to that…you’re never back to exactly how you felt in 
the beginning [of your journey]. You’re just not.” She attributes this, in part, to the fact 
that scars are constant reminders of cancer. “I have to look at my scars every day. I have 
to see them. I have to put extra sunscreen on…like, that’s part of me.” Scars take on a 
complex meaning for this participant, as they affect perceived body image and intimacy. 
She explains “I’m still having, you know…emotional side effects, physical side effects 
because of the scar.”  
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With regards to the future, this participant states that her current journey is now a 
“preventative journey,” in which she cares for her body in order to prevent cancer from 
recurring. As she continues to negotiate and integrate embodied pre- and post-cancer 
identities, she states “I’m in tune [with my body post-cancer] and I know if I don’t feel 
good, I go and I see my doctor.” Despite feeling that her cancer journey has ended, a 
number of projections into the future are grounded in her knowledge of her body’s 
limitations: “your body’s compensating, and it’s gonna compensate until this is 
truly…and is it ever gonna truly be healed or perfect again?” Ending her journey has 
given her a sense of “overwhelming release…of like anxiety and stress and whatever, but 
at the same time…[the thought of cancer is] just kind of there…it’s in the back of your 
head.”  
When reflecting on her experience of biographical disruption, perceptions of 
slowed, stopped, and distorted time characterize this participant’s cancer journey, as 
noted in the statement “I’m five years behind what I was expecting to be.” She reflects on 
the notion of time stopping when questioning “how far does [cancer] put you back in 
life?” A sense of continuity emerges as time passes, as evidenced by the statement: “at 
that time it was very black and white, but when I look back at it it’s just this gray area.” A 
new normal evolves as pre- and post-cancer embodied identities are negotiated: “I can’t 
ignore it. I just kind of have to embrace it.” 
 
4.3 Participant 2: Themes 
Themes presented here are derived from statements made by this participant in the 
individual interview process. Each statement is organized under the theme to which is it 
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related. 
Pre-Diagnosis 
The Body as a Social Vehicle  
1. I was thinking a lot about my body because I just graduated college and I had my 
boyfriend who I just started dating my senior year of college. 
 
Diagnosis 
Emotional Ambivalence 
1. Right before getting my diagnosis and I was like trying to hold on to, like, the life of 
not cancer 
2. I guess I might have been in shock 
3. It was this feeling like I couldn’t feel like pure sorrow or fear because it was like 
panic 
4. Maybe it was a defense mechanism to not focus on my own feelings [around 
diagnosis] 
5. I don’t really remember feeling angry like when I got my—like when I got my first 
diagnosis 
 
Treatment 
Focus on Changes in Body Image 
1. I thought a lot about sexuality, because…[surgery] would have definitely changed my 
body and my body self—you know, my body image and things like that. 
2. In terms of knowing that I wanted reconstruction [surgery] at all, that was definitely 
like a forward looking decision 
3. I lost my hair and that was a really big thing for me 
4. I would panic about being outside and I would think that everyone was looking at me 
and like, wondering why I was bald. 
5. I still remember being really self-conscious, like “everybody can tell I’m wearing a 
wig, this is terrible.” 
Anger towards the Body 
6. I was like super-emotional, I had to like schedule all these revision surgeries [as a 
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result of complications with the first surgery] that I was really pissed off about, um, it 
was just really, really stressful 
7. What’s wrong with my body? Is it my surgeon’s fault? Did I not eat enough protein 
while I was healing or whatever? 
8. I guess I just felt really angry at my body for not cooperating 
The Body as an Ally  
9. I tried to visualize [treatment] going into my body and like killing cancer to think of it 
in a positive way.  
10. I kind of needed to believe in my body. Like, I needed to believe that my body was 
working in tandem with the [treatment] and like, you know, helping the [treatment] to 
kill the cancer and get the cancer out of my body.  
11. I remember I tried to eat really well when I was recovering from the surgery 
12. There was a lot of like stress relief stuff that I think I tried to do and most of it—I 
mean all of it—was like body oriented 
13. My body was my ally 
Survival Mode 
14. I had to do all these things to kind of keep going and kind of visualize, you know, my 
body killing cancer and all these different things. So I felt like I was in this fight 
mode. 
15. I was in survival mode 
 
Post-Treatment  
Processing Shock 
1. I actually didn’t feel like I really processed anything until after everything 
happened…it was just like a whole year of “what am I doing with my life and like 
what is my life right now? How do I live life going forward?”  
2. I kinda felt like one of the things I was doing was mourning the loss of [area of the 
body surgically removed]. That was something I hadn’t really been able to do before. 
3. I think that really helped me kind of discover things about myself and my emotions 
and process things. 
4. I had taken this gigantic step backwards, and all of a sudden being confused again 
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about like, what was the future going to be. 
Embodied Stability Allows for Exploring the New Normal Narrative  
5. I was scared of anchoring myself into like, a normal life routine 
6. I guess part of me wondered if happiness was being untethered to things 
7. It wasn’t like cancer-related things I was processing, it was really more like 
psychological things about myself that I was processing. 
8. At the end of the day I was super happy to come home and see my family…I think 
that really solidified, like, you know, “I don’t want to untether myself from these 
things.” 
9. When I came back [from my trip] um, you know, I kind of felt more defined about 
how to move forward 
 
The Present 
Connecting the Pre-Diagnosis Body to the Post-Cancer Body  
1. I don't think a lot about cancer, at least overtly in my everyday life, but like, every 
time I take off [clothing] I think about my body…it's definitely the physical stuff that 
is changed that kind of triggers the memories every time. 
2. The scars are the things that are always there 
3. [My body] is not the same 
4. I wanted to at least have some semblance of like the body that I had before [through 
surgical procedures] 
5. This [idea of a] continuum through the whole timeline, that must be a part of the 
reason that I chose [surgical procedures that allowed me to retain bodily integrity], 
was because it was something I felt I could hold onto, um from, you know, pre-cancer 
diagnosis. Yeah, and there's definitely a continuity to it. 
6. Gathering everything up and kind of integrating it into myself. Because all of it is like 
part of, like, the story of who I am today. 
 
The Future 
Finding Balance  
1. [Recurrence] is always on my mind as a possibility.   
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2. I try to do things, at least things that I can handle and tolerate, to at least keep myself 
healthy. 
3. I let myself indulge but I also do think about, like, how do I live a life that, if I were 
to get diagnosed again, I’m not gonna blame myself? 
 
4.3.1 Participant 2: Textural Description 
The second participant associated the beginning of her cancer journey to a health 
screening which occurred prior to diagnosis. This screening in her early young adulthood 
revealed the presence of a genetic mutation which was later linked to her development of 
cancer. As such, she had no physical symptoms prior to diagnosis, but could recall 
feelings of and towards her body before diagnosis: “I was thinking a lot about my body 
because I just graduated college and I had my boyfriend who I just started dating my 
senior year of college.” She described the process through which she received the results 
of genetic testing and her diagnosis as “kind of knowing that I was getting pulled to like, 
something different.” Despite predicting that “if I go in there tomorrow and they tell me I 
have cancer, everything is going to change,” this participant exhibited emotional 
ambivalence towards diagnosis and attributes this in part to feeling shock and distancing 
herself from her emotions as a “defense mechanism.”   
This participant describes her course of treatment as “complicated,” thus forcing 
her into “survival mode.”  Her impressions of treatment complications were described as 
“a really big setback for me. It seemed like the complications and the stress never ended.” 
She also recalls the addition of fertility preservation in early treatment as “probably one 
of the most stressful parts ‘cause I was doing fertility preservation which involves 
injecting yourself with hormones. So I was like really emotional.” As a result of 
complications, she states “I guess I just felt really angry at my body for not cooperating.” 
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Anger was directed towards specific areas of the body affected by treatment 
complications. Body image concerns, as well as losing hair from treatment, posed 
additional challenges to coping with changes in the body. These challenges impacted her 
sense of social self-efficacy, further disrupting her ability to cope with treatment. As the 
treatment phase progressed, other feelings towards the body emerged: “I kind of felt bad 
for everything that I was putting [my body] through.” These feelings signaled a shift from 
feeling anger towards the body to perceiving the body as an ally, as evidenced by the 
statement: “I think I probably had a shift in there at some point where I kind of felt like 
my body was an ally or like I needed to think positively about it to help the process.” 
Taking part in stress-reduction practices supported this notion of caring for the body and 
seeing it as an ally.  
A marked shift from active treatment to post-treatment was characterized by the 
emergence of unexpected feelings. She states “I thought, once I was finished with my 
treatment and everything, I would feel great and like so glad to have it all behind me, but 
it was actually probably the most emotional time in the whole experience.” She aptly 
describes this time period as “a shock all over again but like shock that I was actually 
able to feel.” In this emotional period, she explains that she “mourned the loss of feeling 
like I had a handle on my life—being [a young adult] and starting out a career and you 
know, moving away from my parents and being with my boyfriend, and all these things I 
was excited about when I was, you know, [a young adult]. And I kind of had to mourn 
losing, just losing my place, like losing where I had been.” She expressed a desire to “get 
outside of myself and experience something and see a different part of the world.” She 
states, “I was…losing things from the past and moving forward without them.”  
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When reflecting on the present, this participant acknowledged a sense of 
discontinuity from her pre- to post-cancer body. She states that her body “is not the 
same” as it was prior to diagnosis, but that decisions surrounding surgical procedures 
have helped to foster a sense of continuity on a body level, thus supporting her overall 
integration of pre- and post-cancer identities. Overall, she states “who I am today is like a 
product of all those things that happened to me.” Further reflecting on her current place in 
her cancer journey, she notes “I don't think a lot about cancer, at least overtly in my 
everyday life, but like, every time I take off [clothing] I think about my body…it's 
definitely the physical stuff that is changed that kind of triggers the memories every 
time.”  
 This participant has attempted to increase health behaviors as a way of preventing 
future health conditions or complications related to cancer: “I never really considered 
myself a runner, but I think I keep doing it and the motivation is because I know it’ll keep 
me healthy.” Her lifestyle as a survivor is one of balance, as evidenced in the statement “I 
let myself indulge but I also do think about, like, how do I live a life that, if I were to get 
diagnosed again, I’m not gonna blame myself?” This ability to create balance and to 
rationalize her choices in a way that suits her lifestyle reflects her thoughts towards the 
future and her acknowledgment that “[recurrence] is always on my mind as a possibility.”   
 
4.4 Participant 3: Themes 
Themes presented here are derived from statements made by this participant in the 
individual interview process. Each statement is organized under the theme to which is it 
related.  
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Pre-diagnosis 
Traveling the Routine Path 
1. An unencumbered path 
2. Look at my path right before diagnosis, I think it would look very, like, exactly what 
it was supposed to be during that time 
3. This very routine path 
4. This is normal, I can do this 
 
Diagnosis 
Paralysis as a Metaphor for Diagnosis 
1. I didn’t know how to move forward. I couldn’t let myself see the future 
2. Very paralyzing and like “I need to stop right now. I need to keep breathing and that’s 
the main focus.” 
3. Overwhelming experience just like totally paralyzing you 
 
Treatment 
Embodied Hesitation  
1. I was dragging my heels in a sense 
2. Definitely not just like running towards [treatment] 
3. Even though you have this energy, need, and desire to be doing stuff, you ultimately 
can’t at the same time 
An Uncooperative Body 
4. [My body] wasn’t doing what I wanted it to do. 
5. I have this 20-something year old body and yet, it’s acting like an 80 year old. I’m 
being super emotional, totally like angsty like a child or a teenager rather. And it’s 
just like, “ok, I’m every age in one moment except the age that I am.” 
6. I think this isn’t the right option for my body and we need to talk about that 
A Productive Body 
7. I started exercising at some point because I had lost…a lot of muscle mass 
8. I had started exercising regularly which was good and felt productive 
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Post-treatment 
Embodied Disconnection and Reconnection 
1. I was very concerned that I was just totally fundamentally different in every aspect 
2. I just felt so disconnected from that person 
3. It was just [a] very disconnected situation. 
4. By the time I was recovering and after all that, I was like…I had to start thinking 
about, well yeah, who am I now?  
5. There’s always gonna be this new normal 
6. It was before cancer me and after cancer me 
7. There definitely is, but I thought there couldn’t be any crossover 
8. I think I’ve become more self-assured in my body image situation because I’ve just 
been at such lows and seen my body fluctuate in so many different visible states that 
I’ve learned to sort of tune that out 
 
The Present 
Understanding and Adapting to the New Normal Body  
1. In some ways I think I treat myself better 
2. I think it’s more, not that I know my body better; it’s more, I’m more invested in my 
body than anyone else. 
3. Maybe there are modifications that I need to make because of my body 
4. I’ve sort of adapted day to day to what my body can handle 
5. It may not be what my body needs but it’s what I need 
6. I know there’s a different, better, healthier me that exists but it’s not what I currently 
am, so that like, that’s a frustrating thing. 
7. Trying to figure out how to embody some of those things [strong, empowered, 
independent] in my new identity, in my new body, I guess is difficult 
Physical Effects of Treatment Serve as Reminders 
8. I also have to have screening regularly, and so, I mean obviously, any time around 
that it’s like, ok, that’s a very clear-cut reminder 
9. Definitely physical reminders 
10. A. I know [late effects are] happening because I’ve had cancer, B. does this mean that 
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there’s something else going on there? 
Forward Movement is a Metaphor for the New Normal Trajectory  
11. It can be paralyzing…the anxiety just around how you’re gonna deal with it can 
prevent you from moving forward as a whole 
12. The paralyzing aspect of it is still very much there 
13. I do feel like I need to keep—at least exteriorly—moving.  
14. [Although] I may not feel like I’m moving towards health…I feel like I need to be 
working towards, at least exteriorly there needs to be this appearance of moving and 
engaging and interacting with the world. 
15. I’m definitely on the other path 
16. I think the whole world was moving forward and I wasn’t. So it’s, therefore, I guess I 
must be moving backwards. 
17. It was like, “ok, we’re going in opposite directions” as far as, you know, all of my 
friends who are going off and getting jobs whereas I’m still in my childhood home 
 
The Future 
Fear of Recurrence leads to Distrust in the Body  
1. There’s definitely a lack of trust in my body for sure. 
2. When I start thinking about the future that all of a sudden it’s like a lot of anger and a 
lot of like distrust, and like, I really don’t know what [my body] is capable of, both in 
terms of really great things and really horrific things 
3. I definitely have a lot of apprehension of getting cancer again 
4. I’ve been building up certain defense mechanisms knowing that maybe cancer is in 
my future 
5. Nothing’s ever gonna prepare me for that day [when/if cancer returns], but yeah, 
trying to sort of work myself up towards it and give myself the best mindset going 
into it 
6. Down the road, I might get cancer again and I won’t be able to eat [preferred foods]. 
I’m gonna eat it today, even though I know it might have bad implications on my 
body 
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4.4.1 Participant 3: Textural Description 
The third participant described her life before diagnosis as “an unencumbered 
path.” As a new college graduate, she had the expectation that she was about to be “thrust 
into the world.” Despite experiencing symptoms for some time before diagnosis, she 
expressed a desire to maintain an appearance of outward normalcy: “[Symptoms] were 
interfering with my life and, again, it was important to make sure it didn’t appear that 
way.” Using her metaphor of her life trajectory as a path, she stated that symptoms 
alerted to her “that something was off but [I was] still trying to maintain that course.” 
This participant described receiving her diagnosis as “just like totally paralyzing.” 
Her initial reaction to diagnosis was one of “[wanting] nothing to do with this disease.” 
She explains that a “feedback loop of negative horrible thoughts” experienced during this 
time characterized this phase as “a very depressive state.”   
 With regard to treatment, this participant’s initial reactions were characterized by 
“lots of anger around having to do [treatment].” As such, a sense of embodied hesitation 
emerged during early treatment which was misinterpreted by health care providers: 
“when I was refusing treatment options, it was like assumed that I was refusing treatment 
options because I was like ‘oh, I want to die,’ and like, ‘no I don’t want this body 
anymore.’” During treatment, this participant perceived her body as uncooperative, but a 
shift towards re-embodiment was initiated as she discovered a sense of productivity and 
purpose, as evidenced in the statement: “I had started exercising regularly which was 
good and felt productive.” Throughout the process of initial re-embodiment, she 
encountered constant negotiation of former and current states of embodiment: “I was still 
trying to discover a new relationship with food.”  
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As a young adult, her sense of social self-efficacy was affected in this stage of the 
journey: “for three months I was basically doing nothing. The second I was like, ‘oh 
maybe I can start to go outside and maybe start to make plans, and actually even live full-
time with this’…that’s when I started having issues.” She recounted moments of isolation 
from peers, perhaps connected to feelings of being “ashamed of my body” and “very 
concerned about my ability to be in the world.” 
Noticing a sense of disconnection between her pre- and post-cancer body in the 
period after active treatment occurred, as evidenced in the statement “I just felt so 
disconnected from that person,” led her to actively reconnect the two versions of her 
identity. She states, “by the time I was recovering and after all that, I was like…I had to 
start thinking about, well yeah, who am I now?” She reflects that, as a result of having to 
establish a connection between her pre- and post-cancer embodied identities, she feels 
“more invested in my body that anyone else.” This sense of investment in her body 
allowed for greater understanding and adaptation to changes in her body. She expressed 
concern that engaging in pre-cancer preferred activities would present a challenge to her 
post-cancer body’s capabilities, stating “I didn’t know what to expect [traveling], let 
alone what kinds of things, you know, my body could tolerate.” Having integrated pre- 
and post-cancer embodied identities, she states “I’m more aware that I need to do things 
that make me feel good” and “I’ve sort of adapted day to day to what my body can 
handle.” 
This participant often used movement metaphor as a way of representing her 
cancer journey, as evidenced in the statement: “[Although] I may not feel like I’m 
moving towards health…I feel like I need to be working towards, at least exteriorly there 
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needs to be this appearance of moving and engaging and interacting with the world.” 
With that, the ideas of moving forward, moving backwards, and standing still/being 
paralyzed emerged throughout her cancer journey. She states that now, she is “definitely 
on the other path.”  
Physical late effects of treatment serve as reminders of her cancer journey and 
contribute to concerns or fears of recurrence. Having had the experience of cancer, a 
sense of distrust in her body is constantly present in her current state of survivorship. 
Despite this, she has come to an acceptance and integration of her experience: “I know 
that obviously my disease doesn’t define me, but, like, it’s very—it’s still very central. It 
was central at the time and I think it’s still a central piece of my world today.” 
 
4.5 Imaginative Variation 
Once themes related to individual participants’ experiences had been organized 
and analyzed, the researcher engaged in an exploratory movement process which 
combined elements from each participant’s movement elicitation. By remaining close to 
the experience in this way, the researcher could further synthesize the essence of 
biographical disruption among the participants from an embodied, enactive perspective. 
The following movement themes, represented in one or more of the participants’ 
movement phrases, were explored in order as they represent the sequential experience of 
the journey. 
Traveling Forward: to represent pre-cancer, movements in this stage were 
typically in the sagittal plane, advancing at a pace which was neither Sustained nor 
Quick.  
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Immobility and Confusion: upon diagnosis, a sense of immobility in the lower 
body was contrasted with high intensity Quick and Indirect movements of the arms and 
trunk to represent overwhelming confusion.  
Hesitation: movements in the beginning stages of treatment were characterized by 
Sustainment when advancing. When not advancing, movements were limited to the 
researcher’s near and intermediate reach space as a way of representing a lack of 
connection to her surroundings. Isolation: the researcher designated a corner of the room 
to represent the isolation experienced during the treatment stage of the journey. This 
corner was visited several times between other movement phrases that represented the 
overall treatment stage.  
Uncertainty/Anxiety: though anxiety was represented in the post-treatment phase 
of the journey, each participant had a different was of representing this in movement.  
Thus, the researcher alternated between different participants’ movements of high 
intensity Bound Flow in the upper body and Light, Quick Indirect running throughout the 
space. Reaching Back to Go Forward: to represent the post-cancer stage, the researcher 
recreated participants’ forward walks in the sagittal plane similar to those performed in 
the pre-cancer stage; however, reaching into back space was added to this movement as a 
way of reflecting on the disruption and the sense of disconnection between pre- and post-
cancer identities.  
Integration: the researcher traversed the room while using carving upper body 
movements to represent an integration of all of the earlier phases of the cancer journey. 
Balance and Being Rooted: to represent the present, the researcher explored movements 
which required the use of grounding and Strength in the lower body as a means of 
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demonstrating the firm foundation required to continue the journey into survivorship.  
 
4.6 Composite Themes 
In order to place themes in the context of a temporal journey, six categories (pre-
diagnosis, diagnosis, treatment, post-treatment, the present, and the future) were initially 
identified and used to organize themes which related to individual participants’ 
experiences. Domains were then derived from these categories to reflect participants’ 
accounts of biographical disruption. Themes are combined and listed under the domain to 
which they belong. Variant themes, in which participants’ views differed in relation to a 
particular theme, are also provided below the corresponding theme.  
I. Embodying the Routine Path before Cancer 
1. I’m trying to do what I need for my life, for the rest of my life 
2. Unencumbered path 
3. This is normal, I can do this 
4. Look at my path right before diagnosis, I think it would look very, like, exactly what 
it was supposed to be during that time 
5. This very routine path 
 
Variation A: The Body as a Social Vehicle 
6. Newly married 
7. Doing what I needed to do as a young adult 
8. I was thinking a lot about my body because I just graduated college and I had my 
boyfriend who I just started dating 
 
Variation B: Idealizing the Pre-Cancer Body 
9. [Feeling] strong, feeling healthy, feeling like I could do anything 
10. Great, wonderful 
11. Solid 
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12. Vibrant 
 
II. Unpredictability and Disbelief in the Body in Diagnosis 
1. [Diagnosis] didn’t really sink in 
2. You have no idea what [treatment] is gonna be like, you have no idea how you’re 
gonna react, you have no idea how long you’re going to be going through this 
process. 
3. I guess I might have been in shock 
4. Something was off but [I was] still trying to maintain that course 
5. A person can feel that healthy and look that good but have this massive, you know 
[cancer] in them…that blows your mind and any concept of how the body works 
6. It’s the complete unknown 
 
Variation A: Embodying the Moment of Biographical Disruption 
7. The wind is knocked out of you and you’re just completely limp 
8. Overwhelming experience just like totally paralyzing you 
9. I need to stop right now. I need to keep breathing and that’s the main focus 
10. “Now I’m totally just off track”…from what you expected your life to be 
11. Your whole life is just thrown up in the air 
12. It was this feeling like I couldn’t feel like pure sorrow or fear because it was like 
panic 
 
III. Dynamic Shifts in Embodied Coping and Perceptions of the Body during Treatment  
Variation A: Coping with Treatment through Disembodiment  
1. Out of body 
2. You’re totally just floating through 
3. You’re not grounded 
4. On auto-pilot 
5. Survival mode 
6. I want nothing to do with this disease 
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Variation B: Attuning to the Body during Treatment 
7. Is this gonna work, am I getting symptoms from the [treatment] or something else? 
8. I guess I was thinking a lot about my [affected body parts] and what healthy [parts of 
the body] should be and what my [parts of the body] were 
9. [Surgery] would have definitely changed my body and my body self—you know, my 
body image and things like that 
10. I think this isn’t the right [treatment] option for my body and we need to talk about 
that 
11. You think about, again, as a woman, your body image and things like that 
 
Variation C: Negative Feelings towards the Body During Treatment 
12. I was miserable. On an intimacy scale, there wasn’t a lot going on. 
13. [Scars, losing my hair] was probably very…it was a little hard for me to deal with  
14. I feel awful because I have this big scar 
15. I guess I just felt really angry at my body for not cooperating 
16. What’s wrong with my body? Is it my surgeon’s fault? 
17. [My body] wasn’t doing what I wanted it to do 
18. I was like super-emotional…I was really pissed off  
19. I have this 20-something year old body and yet, it’s acting like an 80 year old. I’m 
being super emotional, totally like angsty like a child or a teenager rather. And it’s 
just like, “ok, I’m every age in one moment expect the age that I am.” 
20. I guess I was thinking a lot about my skin and what healthy skin should be and what 
my skin was 
 
Variation D: The Body as an Ally  
21. I needed to believe my body was working in tandem with the [treatment] and like, 
you know, helping the [treatment] to kill the cancer and get the cancer out of my body 
22. My body was my ally 
23. I had started exercising regularly which was good and felt productive 
24. I tried to visualize [treatment] going into my body and like killing cancer to think of it 
in a positive way.  
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25. There was a lot of like stress relief stuff that I think I tried to do and most of it—I 
mean all of it—was like body oriented 
 
IV. Processing the Cancer Experience after Treatment Delays Forward Movement 
1. It can be paralyzing…the anxiety just around how you’re gonna deal with it can 
prevent you from moving forward as a whole 
2. I had taken this gigantic step backwards, and all of a sudden being confused again 
about like, what was the future going to be 
3. I guess part of me wondered if happiness was being untethered to things 
4. You still wanna go on with your life and you wanna keep going…but I’m not the 
person I was nine months ago 
5. You’re just like going and going and going, and then all the sudden you’re not 
6. I can’t just hop back on the train of young adulthood  
 
Variation A: Processing Post-Treatment Emotion 
7. I definitely wasn’t right, like, the next three months after [treatment] ended 
8. I actually didn’t feel like I really processed anything until after everything happened 
9. A shock all over again but like shock that I was actually able to feel 
10. It was actually probably the most emotional time in the whole experience 
11. I think that really helped me kind of discover things about myself and my emotions 
and process things. 
 
Variation B: A Desire to Move Forward in the Journey Post-Treatment 
12. I need to be done ‘cause I need to move on 
13. The bulk of my journey has ended, but it did not end like right after the treatment 
14. A lot more stability after [treatment ended]…you’re kind of back to “I can move on 
with my life” 
15. Having my [child] was me really being able to say, “okay, this is now a new part of 
my life journey” 
16. I was moving forward and kind of leaving things from the past behind to try to move 
forward, or losing things from the past and moving forward without them 
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17. What am I doing with my life and like what is my life right now? How do I live life 
going forward? 
18. I kind of felt more defined about how to move forward 
19.  [Although] I may not feel like I’m moving towards health…I feel like I need to be 
working towards, at least exteriorly there needs to be this appearance of moving and 
engaging and interacting with the world 
 
V. Re-Embodiment Leads to Negotiating Pre- and Post-Cancer Identity in Early 
Survivorship 
1. You’re done, but you’re never back to that…you’re never back to exactly how you 
felt in the beginning [of your journey] 
2. I kinda felt like one of the things I was doing was mourning the loss of [area of the 
body surgically removed] 
3. I wanted to at least have some semblance of like the body that I had before 
4. Gathering everything up and kind of integrating it into myself. Because all of it is like 
part of, like, the story of who I am today. 
5. There definitely is, but I thought there couldn’t be any crossover 
6. This [idea of a] continuum through the whole timeline, that must be a part of the 
reason that I chose [surgical procedures that allowed me to retain bodily integrity], 
was because it was something I felt I could hold onto, um from, you know, pre-cancer 
diagnosis. 
7. There are fundamental pieces of me that are just…are here. They were here before 
and they’re here after. And getting to apply them is rewarding. 
 
VI. Understanding and Adapting to the New Normal Body in the Present 
1. It’s just different. That’s what I can say, it’s a different normal. 
2. Your body’s compensating, and it’s gonna compensate until this is truly…and is it 
ever gonna truly be healed or perfect again? Probably not, you know? 
3. I’m more invested in my body that anyone else 
4. There are modifications that I need to make because of my body 
5. I’ve sort of adapted day to day to what my body can handle 
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6. I’m more aware that I need to do things that make me feel good 
7. I feel content…I’m just good. 
8. I maintain feeling good, it doesn’t incapacitate me, I can still do things 
 
Variation A: Embracing the New Normal 
9. I’m never gonna be that normal that I was at 29, because this is my new normal 
10. What has happened to you has made you the person you are today 
11. I can’t ignore it, I just kind of have to embrace it 
12. I realize there’s another normal that I could have had. And I have normal now but it’s 
not the same at all.  
 
Variation B: Scars and Late Effects are Physical Reminders of Cancer 
13. Every time I take off my shirt I think about my body 
14. It's definitely the physical stuff that is changed that kind of triggers the memories 
every time 
15. I have to look at my scars every day 
16. I’m still having, you know…emotional side effects, physical side effects because of 
the scar 
17. A. I know [late effects are] happening because I’ve had cancer, B. does this mean that 
there’s something else going on there? 
18. I think that I’m always gonna have to deal with my upper back [pain] 
19. I feel like it’s harder for me to not think about it every day because I have physical, 
you know, physical things to look at every day. 
20. Scars and things like that remind me…maybe if I didn’t have this, I might feel 
differently, because I wouldn’t be reminded every day. 
 
VII. Embodied Self-Care in Survivorship  
1. I would love to be exercising more and things like that, but I do what I can 
2. I’m definitely more in tune with my body 
3. I try to do things, at least things that I can handle and tolerate, to at least keep myself 
healthy. 
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4. I let myself indulge but I also do think about, like, how do I live a life that, if I were 
to get diagnosed again, I’m not gonna blame myself? 
5. In some ways I think I treat myself better 
6. Nothing’s ever gonna prepare me for that day, but yeah, trying to sort of work myself 
up towards it and give myself the best mindset going into it 
 
Variation: Distrust in the Body Leads to Fear of Recurrence 
7. [The thought of cancer is] just kind of there…it’s in the back of your head. 
8. What if I did a month of [treatment] and now ten years later I get…cancer because I 
did [treatment]? 
9. Could this [symptom] be anything [related to cancer]? 
10. There’s definitely a lack of trust in my body for sure. 
11. When I start thinking about the future that all of a sudden it’s like a lot of anger and a 
lot of like distrust, and like, I really don’t know what [my body] is capable of, both in 
terms of really great things and really horrific things 
12. I definitely have a lot of apprehension of getting cancer again 
 
VIII. Biographical Disruption in Young Adulthood Represents Lost or Distorted Time 
1. How far does [cancer] put you back in life? 
2. I’m five years behind what I was expecting to be 
3. It was like timeline timeline timeline and then it’s like diagnosis. And then timeline 
timeline timeline 
4. A break in the timeline 
5. I feel like I lost a whole year of my life, and then lost time after that where I was 
trying to figure my life out 
6. Maybe those same things would have happened but they would have happened in a 
more sped-up timeline 
7. So I do tend to think a lot in like this timeline of, you know, who I was and what my 
life was life before the diagnosis and the diagnosis—I guess I like envision the 
diagnosis as like, I don't know, like an earthquake that stops time, and then, you 
know, the timeline kind of resumes 
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IX. Embodied Biographical Disruption Manifests as Social Disruption 
1. I think the whole world was moving forward and I wasn’t. So, it’s therefore, I guess I 
must be moving backwards 
2. I really needed to…drain everything else out in the world 
3. It was like I needed to be isolated 
4. I was very concerned about my ability to be in the world 
5. I had a lot of anxiety about leaving my house bald 
6. I would panic about being outside and I would think that everyone was looking at me 
and like, wondering why I was bald. 
7. It was just really hard to go out in public 
8. My friends, that was hard, a lot of them I think, I don't think they knew what to make 
of me, you know? 
9. Mourned the loss of feeling like I had a handle on my life—being [a young adult] and 
starting out a career and you know, moving away from my parents and being with my 
boyfriend, and all these things I was excited about when I was, you know, [a young 
adult]. And I kind of had to mourn losing, just losing my place, like losing where I 
had been, 
10. [Cancer is] a life event, like getting married, having a baby, graduating college, 
getting into college—these are all life events, and cancer is one of them 
11.  [The thought of cancer is] like ever-present. It changed [my husband and my] 
relationship just as much as it changed, like, me individually. And my relationship 
with my family and all these different things. I think they all experienced the same 
shift.   
 
4.6.1 Composite Textural Description 
Composite themes are organized around nine major domains of biographical 
disruption as told by participants. Participants provided different accounts of their 
perceptions of their bodies before diagnosis. Many alluded to the idea that their bodies 
traveled through time on a “routine path” before diagnosis, with this path seen as “exactly 
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what it was supposed to be during that time.” Some expressed the view that their bodies 
served as vehicles for being in and relating to others in relationships, as noted in the 
statements “I was thinking a lot about my body because I just graduated college and I had 
my boyfriend who I just started dating” and “newly married.” Participants idealized their 
pre-diagnosis bodies as “wonderful,” “vibrant,” and “feeling like I could do anything.” 
Though events leading up to diagnosis, including the presence of symptoms or 
testing, differed between each participant, the sense that diagnosis represented the initial 
event of biographical disruption was unanimous between each participant. A feeling of 
unpredictability or disbelief in the body characterized this time, as evidenced in the 
statements: “it’s the complete unknown,” and “a person can feel that healthy and look 
that good but have this massive, you know, tumor in them…that blows your mind and 
any concept of how the body works.” Participants described the moment of diagnosis as 
an “overwhelming experience just like totally paralyzing you” as if “the wind is knocked 
out of you and you’re just completely limp.” Furthermore, another participant states “I 
couldn’t feel like pure sorrow or fear because it was like panic.” One participant 
expressed feeling “totally just off track” in regard to her travels on the metaphorical path 
of young adulthood after diagnosis. 
 In order to cope with the stresses of treatment, participants utilized a number of 
embodied coping strategies which facilitated dynamic shifts in perceptions of the body. 
Participants’ descriptions of disembodiment ranged from feeling “out of body” to 
“survival mode” to “auto-pilot,” ultimately disconnecting from the experience of 
treatment and cancer in general, as noted in the statement “I want nothing to do with this 
disease.” As they attuned to sensations and physical changes, participants became more 
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aware of side effects of treatment: “is this gonna work, and I getting symptoms from the 
[treatment] or something else?” and “I think this isn’t the right [treatment] option for my 
body and we need to talk about that.” Participants also recalled awareness of their 
changing body image during treatment: “you think about, as a woman, your body image 
and things like that” and “[Surgery] would have definitely changed my body and my 
body self—you know, my body image and things like that.” 
 The treatment phase was also characterized by negative feelings towards the 
body. Of this stage, participants recalled feeling “miserable,” “awful,” “angry at my 
body,” and “ashamed of my body.” One participant questioned “what’s wrong with my 
body?” in response to complications of treatment. A variation of this was noted in some 
participants’ experiences, in which a shift occurred from feeling negatively toward the 
body to perceiving the body as an ally. Wanting to believe the body was capable of 
healing, one participant noted “I needed to believe my body was working in tandem with 
the [treatment].” During this time, positive associations were made between taking care 
of the body and seeing the body as an ally, as evidenced by the statements “I had started 
exercising regularly which was good and felt productive” and “there was a lot of like 
stress relief stuff that I think I tried to do and most of it—I mean all of it—was like body 
oriented.” 
 Immediately after treatment ended, a sense of urgency to move forward was 
postponed by a need to process post-treatment shock. For example, one participant states 
“I definitely wasn’t right, like, the next three months after [treatment] ended.” Processing 
shock was felt in the body as “a shock I was actually able to feel.” A participant noted 
that this time period was “actually probably the most emotional time in the whole 
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[cancer] experience.” While processing diagnosis and treatment, participants expressed 
confusion and anxiety: “the anxiety just around how you’re gonna deal with it can 
prevent you from moving forward” and “I had taken this giant step backwards, and all of 
a sudden being confused again about like, what was the future going to be.” A sense of 
“just like going and going and going and going, and then all the sudden you’re not” 
characterized this time. Once participants began to process this time, they recognized “a 
lot more stability” and a sense of feeling “more defined about how to move forward.”  
 Part of the process of reflecting on earlier stages of the cancer journey entailed re-
embodiment, in which participants attempted to find a connection between their pre- and 
post-cancer bodies. At times, participants described specific ways in which they 
connected to former versions of their bodies, as noted in the statement “This [idea of a] 
continuum through the whole timeline, that must be a part of the reason that I chose 
[surgical procedures that allowed me to retain bodily integrity], was because it was 
something I felt I could hold onto, um from, you know, pre-cancer diagnosis,” while 
other times a general statement regarding a sense or feeling of continuity was made: 
“there definitely is, but I thought there couldn’t be any crossover.” 
 Re-embodiment in early survivorship led to gaining a better understanding of the 
post-cancer body. Understanding that the body is “a different normal” prompted 
participants to modify and adapt behaviors to what their bodies could tolerate, as 
evidenced by the statement “there are modifications that I need to make because of my 
body.” With adaptations and modifications, a sense of feeling “content” and the ability to 
“maintain feeling good” dominate the post-cancer landscape. With regard to the present, 
participants described embracing the “new normal”: “I can’t ignore it, I just kind of have 
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to embrace it.” An acceptance of the new normal is illustrated in the statement “I’m never 
gonna be that normal that I was at 29, because this in my new normal.”  
 Participants described a desire to leave their cancer experiences behind them, yet 
scars and other late effects of treatment serve as constant reminders of cancer. 
Participants associated scars with deeply felt psychological and emotional effects of their 
cancer journeys: “I’m still having, you know…emotional side effects, physical side 
effects because of the scar” and “it's definitely the physical stuff that is changed that kind 
of triggers the memories every time.” Scars and other physical symptoms remind 
participants that recurrence is possible, as noted in the statement “A. I know [late effects 
are] happening because I’ve had cancer, B. does this mean that there’s something else 
going on there?” 
 With regard to the future, participants described caring for the body in such a way 
as to mitigate the intensity of late effects, prevent recurrence, or to rationalize behaviors 
which were not perceived as preventative. One participant noted “in some ways, I think I 
treat myself better” while another noted “I’m on a preventative journey.” An example of 
rationalization is illustrated in the statement “I let myself indulge but I also do think 
about, like, how do I live a life that, if I were to get diagnosed again, I’m not gonna 
blame myself?” A variant of this theme was a sense of distrust in the body leading to a 
fear of recurrence: “I really don’t know what [my body] is capable of, both in terms of 
really great things and really horrific things.” Each participant noted a fear of recurrence 
in their future, but coped with this fear by caring for the body and/or rationalizing 
indulgent or unhealthy behaviors to negotiate the possibility of recurrence. 
 Participants noted a sense of distorted or lost time as a result of their experiences 
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with cancer. One participant characterized this phenomenon as “a break in the timeline,” 
and another noted that “I’m like five years behind what I was expecting to be.” Despite 
feeling this “gap” in time or sense of self between pre- and post-cancer, participants 
noted that “there’s sort of a flow in between.” To illustrate this point, one participant 
stated “there are fundamental pieces of me that are just…are here. They were here before 
and they’re here after. And getting to apply them is rewarding.” 
 Participants also expressed the ways in which their ability and desire to interact 
with their social environments, including significant others, families, and friends, was 
disrupted over the course of treatment. Participants connected this sense of disrupted 
social self-efficacy to embodiment at times; the statements “I was very concerned about 
my ability to be in the world” and “I had a lot of anxiety about leaving my house bald” 
illustrate this point. More generally, participants spoke of how their relationships changed 
and how they compared their cancer experiences to other life events which are socially 
constructed: “[The cancer experience] changed [my husband and my] relationship just as 
much as it changed, like, me individually. And my relationship with my family and all 
these different things. I think they all experienced the same shift” and “[Cancer is] a life 
event, like getting married, having a baby, graduating college, getting into college—these 
are all life events, and cancer is one of them.” These statements further demonstrate the 
essence of biographical disruption as having a significant effect on social relationships 
and one’s sense of efficacy in relating to others.  
 
4.6.2 Composite Structural Description 
The structural aspects of biographical disruption in young adult cancer survivors 
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are comprised of individuals’ interpretations of time, relationship to self and others, and 
embodiment. Using the structure of time to provide context, the experience of cancer can 
be seen as phasic in nature, beginning before diagnosis and continuing into phases of 
diagnosis, treatment, post-treatment, the present, and the future. Sub-phases may be 
identified within these structures depending on the length of time an individual spends in 
a phase (e.g., time taken to determine definitive diagnosis or to complete stages of 
treatment). Time may also be seen as distorted, stopped, or slowed based upon the 
perceptions of individuals and the amount of time they have been in survivorship without 
recurrence. The idea of moving through time takes on an embodied form as individuals 
experience forward and backward movement, hesitation, immobility, and balance 
throughout phases of the cancer and survivorship experience.    
Biographical disruption is perceived as both the moment of diagnosis as well as 
the entire length of time from first symptom or diagnostic test to final scan. A sense of 
disruption is felt within the body corresponding to the structure of time, which may 
manifest as immobility. Disruption may be seen as continuous for those who require 
ongoing scans and medical care for late effects in survivorship. Despite recreating or 
rediscovering a sense of continuity between pre- and post-cancer bodies, survivors of 
cancer in young adulthood involved in this study do not perceive themselves as returning 
to their pre-cancer point of departure or journey in survivorship.  
Identity in relation to self and others was identified as a structure of biographical 
disruption in young adult cancer survivorship. Feelings of self-consciousness and a need 
to focus on the self in the treatment phase may lead to a desire to be isolated from the 
world. An attempt to integrate pre- and post-cancer identities in survivorship results in 
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repairing disruptions of time, identity, social self-efficacy, and embodiment.   
 
4.6.3 Composite Textural-Structural Description 
The experience of receiving a diagnosis of and treatment for cancer in young 
adulthood was perceived by participants as a biographical disruption. Disruptions are 
experienced in the context of time, identity, social self-efficacy, and embodiment, and 
can be described through movement metaphor. Participants’ attempts to cope with 
disruption can be illustrated in terms of disconnection and reconnection: “I just felt so 
disconnected from that person” and “there definitely is, but I thought there couldn’t be 
any crossover.” Dynamic shifts in embodied coping led to various associations and 
perceptions of the body. These associations were related to the experience of the body as 
a social vehicle which was undergoing changes which challenged body image, function, 
and sense of self-efficacy when relating to the world.   
Prior to receiving diagnosis, participants discussed a sense of forward movement 
in their “unencumbered” life trajectories. Diagnosis was seen as the initial disruption to 
participants’ states of embodiment. This phase was described as “paralyzing” and panic-
inducing to participants as they linked their emotional responses to somatic sensations 
grounded in bodily experiences. Unpredictability or disbelief in the body pervaded this 
phase of the cancer experience. To cope with this disruption, participants shifted from 
actively attuning to the body to disconnecting from the body during treatment. This 
disconnection, referred to in this study as disembodiment, is described as feeling “out of 
body” and served to separate participants from bodily experiences of shame, self-
consciousness, and anger as well as physical symptoms related to treatment. Treating the 
97 
 
body as an ally supported participants as they received treatment which was ultimately 
damaging to their bodies and sense of continuous embodiment.   
In order to restore a sense of “new” normalcy to their post-cancer lives, 
participants engaged in reflective processes which included acknowledging and 
“mourning” the loss of their pre-cancer bodies and the ways in which their identities were 
tied to their sense of embodiment. Balance and acceptance further led to integration of 
pre- and post-cancer embodied identities. The cancer experience was also integrated into 
identity in survivorship as participants accepted shifts in bodily function and appearance. 
Scars and other physical effects of treatment held complex meaning for participants as 
they represented a reminder of the past and a forewarning for the future. 
With regards to the future, participants devised body-based strategies for 
preventing potential health conditions or complications related to cancer. These strategies 
are central to embodied survivorship, especially due to the threat of recurrence being 
caused by distrust in the body. Generally speaking, participants described their 
experience of biographical disruption as “a break in the timeline,” though they reflected 
that the disruption seemed less dramatic as they moved further away from their cancer 
experiences.  
Participants also spoke of the ways in which their social lives had been impacted 
as a result of cancer. While some statements, including “I would panic about being 
outside and I would think that everyone was looking at me and like, wondering why I 
was bald” provided a linear connection between self-imposed isolation and embodiment, 
other statements made by participants were more globally-oriented with regard to social 
disruption during treatment and survivorship: “[Cancer] changed [my husband and my] 
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relationship just as much as it changed, like, me individually. And my relationship with 
my family and all these different things. I think they all experienced the same shift.” 
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5. DISCUSSION 
The overall aim of this study was to understand the subjective embodied 
experiences of biographical disruption in young adult survivors of cancer. Nine 
composite themes emerged through the data analysis process: Embodying the Routine 
Path before Cancer, Unpredictability and Disbelief in the Body in Diagnosis, Dynamic 
Shifts in Embodied Coping and Perceptions of the Body during Treatment, Processing 
the Cancer Experience after Treatment Delays Forward Movement, Re-Embodiment 
Leads to Negotiating Pre- and Post-Cancer Identity in Early Survivorship, 
Understanding and Adapting to the New Normal Body in the Present, Embodied Self-
Care in Survivorship, Biographical Disruption in Young Adulthood Represents Lost or 
Distorted Time, and Embodied Biographical Disruption Manifests as Social Disruption. 
This chapter offers a discussion of these results as they relate to extant literature, 
followed by limitations of the present study. Implications for dance/movement therapy 
and future research within the field of young adult oncology are addressed. 
5.1 Contextualizing Results in the Extant Literature  
While many parallels may be drawn between the findings of this study and 
existing literature, only the most salient findings will be addressed. First, a discussion of 
the conceptual framework of stages of the cancer journey will be introduced and 
compared to other studies with similar frameworks. Next, connections will be drawn 
between the results of this study and the concepts of dys-embodiment and narrative 
reconstruction introduced by Williams (1996). Discussion on the meaning of physical 
scars as reported in this and other studies will follow. Lastly, and perhaps most 
importantly, the impact of embodied biographical disruption on the social self will be 
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addressed and related to other studies. These concepts will be woven into a discussion of 
the developmental framework introduced in Chapter 2.  
This study employed a conceptual framework of stages of the cancer experience 
to organize and provide context for data. The six identified stages are pre-cancer, 
diagnosis, treatment, post-treatment, the present, and the future. The researcher found 
that, without organizing themes into corresponding stages to provide a context, the data 
could not be meaningfully presented and discussed. As such, the stage of pre-diagnosis is 
represented as Embodying the Routine Path, diagnosis is represented as Unpredictability 
and Disbelief in the Body, treatment is represented as Dynamic shifts in Embodied 
Coping and Perceptions of the Body, post-treatment is represented as Processing the 
Cancer Experience after Treatment Delays Forward Movement and Re-embodiment 
Leads to Negotiating Pre- and Post-Cancer Identity in Early Survivorship, the present is 
represented as Understanding and Adapting to the New Normal Body, and the future is 
represented as Embodied Self-Care in Survivorship. Themes related to lost or distorted 
time and social disruption are global and found throughout the stages of the cancer 
experience in the present study.  
A qualitative study conducted by Taylor, Richardson, and Cowley (2009) which 
used grounded theory methodology also organized themes into stages for the purpose of 
presenting results of their interviews with patients diagnosed with colorectal cancers. 
Interviews were conducted at four points during the treatment process. The authors 
suggested that recovery occurs as patients regain a sense of control over their lives and 
bodies:       
The process of restoring embodied control is a tentative explanation of recovery. 
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It embraces four stages: disembodiment, restoring embodiment, reclaiming 
control and managing embodied control. Although the first three stages do follow 
a progressive, one-way direction until embodied control is reclaimed, more 
variation and movement between the final stages can occur. (p. 950)  
The outcomes of the present study echo the results of the Taylor et al. (2009) study with 
one exception. The present study sought to understand the experiences of survivors of 
cancer from before diagnosis into long-term survivorship, and so more stages were 
identified.  
 Williams (1996) described the experience of illness as one in which individuals 
enter a state of dys-embodiment, characterized by bodily alienation and betrayal. 
According to Williams (1996), in order for individuals to initiate the process of re-
embodiment, a negotiation of mind and body must occur. This process is called narrative 
reconstruction. This description fits well with participants’ accounts of their illnesses in 
the present study. In the present study, participants stated that they engaged in narrative 
reconstruction as early as late treatment and continued into survivorship. It is suggested 
that those who experienced the most amount of bodily change as a result of treatment had 
perhaps the greatest challenge in formulating narrative reconstruction. However, surgical 
procedures that provided a sense of bodily continuity mitigated the effects of prolonged 
dys-embodiment. In the present study, one participant stated that receiving art therapy 
during treatment helped her to see her body not as an enemy but as capable of healing 
itself. This shift potentially supported her ability to engage in narrative reconstruction 
despite having a complicated course of treatment.  
 McCann et al. (2010) found that treatment scars can present a challenge to cancer 
102 
 
survivors’ abilities to move forward from their cancer experiences. This finding 
corresponds to findings of the present study, in which participants regarded their scars as 
reminders of the past and the possibility of future recurrence. McCann et al. suggested 
that embodied biographical disruption should be studied among long-term survivors of 
cancer. Participants involved in this study were between five and 11 years beyond active 
treatment, and all mentioned how their perceptions of cancer as being biographically 
disruptive seemed less dramatic as time passed. Nevertheless, the cancer experience was 
regarded by all as biographically disruptive, with scars reminding participants of the 
biographical disruption that is cancer. 
 The impact of illness on identity formation and the social self has been studied in 
depth in recent years. Williams (2000) suggested that understanding illness from the 
perspective of the “emotionally expressive” body may shed light on the impact of illness 
on social structure and identity. Furthermore, Wenger (2013) asserted that illness 
pervades the social lives of patients, creating a disruption in both the “practice of daily 
life and the future imagined” (p. 396). McCann et al. (2010) also discussed the ways that 
altered appearance creates identity disruption among breast cancer survivors. Grinyer 
(2007) posited that social isolation, loss of independence, and changes in appearance 
resulting from the cancer experience negatively impact survivors as they transition into 
adulthood.  
Perhaps the most important finding of the present study is related to the social 
landscape of young adult cancer survivors: changes in appearance, functioning, and 
perceptions of the body are directly linked with participants’ desire and perceived ability 
to interact with their social environments. The importance of this finding cannot be 
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emphasized enough, as the developmental milestones of young adulthood are rooted in 
social interaction and demand that an individual has acquired some level of social self-
efficacy to successfully meet these milestones. As stated in Chapter 2, the psychosocial 
crises of young adulthood, according to Erikson, are individual identity versus identity 
confusion and intimacy versus isolation (Newman & Newman, 2012). If these crises are 
not addressed and mastered during the stage to which they belong, Erikson suggested that 
themes of these crises would reemerge later in life, provided an individual is given 
opportunities to address them. Participants involved in the present study spoke often of 
renegotiating identity and experiencing isolation during their cancer journeys. Revisiting 
identity formation in survivorship was perhaps brought about in order to repair 
disruptions to sense of self. It is this author’s hypothesis that this process supported 
participants’ ability to engage in relationships with minimal isolation.  
The findings of this study related to social development are significant as they 
demonstrate the difference between experiences of cancer in young adulthood versus 
childhood, adolescence, or older adulthood. Whereas children typically have the support 
of family, especially parents and caregivers, and older adults are often supported by 
spouses and grown children, young adult cancer patients and survivors are in a critical 
developmental period characterized by active attempts to build social and intimate 
relationships. Some participants of this study returned home while in active treatment, 
and many expressed concerns in their ability or desire to relate to significant others or 
friends without cancer experiences. These concerns were often rooted in the experiences 
of the body and expressed in terms of changes in appearance and body image, physical 
intimacy, and physical functioning. A number of studies confirm this finding: Hauken et 
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al. (2013) related the impact of late effects of treatment to physical, psychological, and 
social functioning; Grinyer (2007) connected the loss of independence and social 
isolation to changes in appearance; and Iannarino et al. (2017), who studied biographical 
disruption in young adult cancer survivors from a social perspective, named “insensitive 
remarks and questions regarding their physical function, appearance, and relational 
status” (p. 277) as being detrimental to this population’s ability to positively connect with 
their social environments.  
5.2 Implications for Dance/Movement Therapy 
 Movement was a central component of this study. Dance/movement therapy 
(DMT) theory was used to inform the conceptualization of research constructs, support 
data collection, and synthesize results. Dance/movement therapy may also be well-suited 
to address the needs of young adult cancer patients and survivors as they navigate and 
negotiate embodied identity in survivorship.  
Movement elicitation was used prior to interviews in the present study. The 
specific movement activity used in the movement elicitation process is called the 
Journey. Its purpose in this study was to prime participants to discuss their cancer 
experiences from an embodied perspective; however, it has previously been used as an 
intervention tool to connect individuals to their experience of any personal journey as it is 
felt and interpreted in the body. The Journey is a structure which reflects and is grounded 
in the passage of time. As such, using this activity as a means of eliciting information 
about a journey in time likely primed participants to think of their own journeys in a 
linear fashion. This specific activity supported the organization of themes around distinct 
periods of time.  
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Statements made by participants suggest that movement elicitation facilitated a 
deeper connection to and recollection of their embodied experiences of cancer. One 
participant noted that, perhaps as a result of the passage of time, she had difficulty 
recalling the sensations and feelings experienced by her body during earlier stages of 
treatment and diagnosis. However, she stated that the movement elicitation supported her 
recall of “those moments where something kind of popped up for me that I wasn't 
planning on doing, but it just happened.” Another participant stated that she had not 
consciously focused on embodied experiences when telling her story in other contexts. 
Her experience of movement elicitation may have supported her ability to conceptualize 
her journey as grounded in experiences of the body: “yeah, it's a body—there’s 
absolutely a body connection. But yeah, I guess I just don't like, I guess that wasn't the 
focus when I thought about my story or when I've told it.”  
It was through the movement elicitation and later verbal interviews that the 
researcher came to understand the importance of the transitional period from patient to 
survivor. The researcher suggests expanding the use of the Journey with young adult 
cancer patients and survivors to be employed as an assessment tool in determining what 
stage an individual is in on his or her journey, what the tasks of the that stage are, and 
how he or she may best be supported based upon findings from this study. In this way, 
the Journey may also be used to guide treatment planning and overall goals for patients 
and clients.   
Movement was also used during data analysis, in the researcher’s imaginative 
variation process, to crystallize structural components of the phenomenon of interest. 
Recreating and embodying participants’ movement phrases during the imaginative 
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variation process allowed the researcher to uncover a theme related to socialization not 
previously identified in earlier stages of the phenomenological reduction process. The 
researcher suggests that changes in embodied socialization and social self-efficacy are 
central to the experience of biographical disruption in young adults diagnosed with 
cancer, as shifts in relation to self and others are intrinsically linked to shifts in 
embodiment and perceptions of the body.  
This study identified specific stages and structures related to participants’ 
experiences of biographical disruption. Conceptualizing the cancer journey as time-
dependent and continuously evolving can guide DMT interventions through each stage of 
the journey. Pilarski (2008) noted that, in her DMT study for recently treated breast 
cancer survivors, inconsistent outcomes may have been related to differences in 
participants’ stages in the healing process. Recruiting potential participants based upon 
on their current stage and designing interventions which address challenges related to that 
stage may improve outcomes for future DMT effectiveness studies.  
For example, acknowledging and exploring uncertainty while promoting 
independence during diagnosis and early treatment may empower patients as they 
determine treatment options with their medical teams. Supporting patients’ sense of 
control and embodied continuity may facilitate the perception of the body as an ally 
during treatment. Fostering a positive relationship with the body for patients transitioning 
to survivorship may promote forward movement and self-acceptance. As Dibbel-Hope 
(2000) found, fatigue, vigor, and somatization improved for participants who received 
DMT after treatment for breast cancer ended. Helping survivors attune and adapt to 
changes in the post-cancer by exploring new and different ways of expression and 
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function may support a sense of balance. A consistent therapeutic relationship which 
spans the entire journey may help to reduce feelings of isolation and promote social self-
efficacy among young adult cancer survivors and patients.   
5.3 Assessing Strengths and Limitations of the Study 
The results of this study are limited by a number of factors. The greatest 
limitation is the small number of individuals who participated in the study. While 
phenomenological studies typically utilize a small n, a lower number of participants 
limits the reported diversity of the phenomenon of interest. In addition, the participants 
were generally similar in background as they all identified as White women. It is possible 
that the recruitment methods and organizations from which this study recruited 
contributed to the lack of diversity in the sample.  
The researcher also acknowledges that she comes from a similar background as 
participants with regard to age, race, and gender. Despite the fact that phenomenological 
research requires the researcher to separate him or herself from assumptions about a 
phenomenon to discover the essence of participants’ experiences, unconscious cultural 
biases may have affected the relationship the researcher established with participants in 
the interview process and determining what statements, themes, and structures were most 
salient in interview transcripts. In addition, the researcher’s personal associations with the 
young adult cancer population and previously held assumptions on the experience of 
cancer in young adulthood may have affected data collection and analysis processes. The 
researcher engaged in epoché writing to reflect on her personal experiences with this 
population to better understand her assumptions; however, it is possible that unconscious 
biases and assumptions had an effect of the collection, analysis, and interpretation of 
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results. The researcher made every effort to reflect the data as they were presented in 
interviews by performing member checks, engaging in epoché, and returning to 
transcripts while in the process of reporting results.     
In order to protect the privacy of participants and to uphold ethical standards of 
research, the types of cancer and treatment were not be reported in this study. As such, 
the results may have been weakened in the collection and reporting process. The 
researcher found that regulations served as a barrier to fully exploring and expressing the 
experiences of the body during the cancer journey.  
The lack of experience the student researcher had in conducting interviews of this 
nature and length may have limited the richness of collected data. This is the first time 
the researcher conducted interviews for research purposes, and she acknowledges that the 
demands of conducting data collection meetings that lasted up to three hours may have 
had an impact on the quality of the questions posed by the researcher to be answered by 
interviewees.   
The format of the interview may also have affected the participants’ ability to 
relate their experiences about embodiment. All participants expressed some concern 
regarding limited dance experience prior to movement elicitation. This concern may have 
affected their ability to create movement structures that related to their experiences.  
While some made no comment or positive comment on the use of movement 
elicitation to support the recollection of embodied experiences of the cancer journey, one 
participant stated that she had difficulty representing her journey in movement and 
suggested that participants be asked to reflect on the body’s experiences of cancer prior to 
meeting for interviews. No other criticisms or comments regarding the format were made 
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by other participants. Despite participants’ expressions of concern regarding dance and 
movement, the movement elicitation was found to be valuable to the entire interview 
process. Engaging in movement prior to verbal interviews provided material to refer to 
during interviews and served as a foundation from which to discuss relevant moments in 
participants’ journeys. Overall, the researcher observed that engaging in movement 
elicitation prior to verbal interviews was successful in achieving its intended purpose for 
this study.   
Finally, the length of time participants had experienced between active treatment 
and the interview may have impacted the overall results of the study. Some participants 
stated that they were challenged to express their journeys from the perspective of their 
bodies. They explained that they do not typically tell the story of their journey in a way 
that focuses on the experience of the body, and embodied memories of diagnosis and 
treatment may have been difficult to access as the length of time increased from treatment 
to the present.  
In conceptualizing this study, the researcher intentionally chose to interview 
survivors rather than cancer patients in active treatment not only to minimize the 
potential for possible psychological distress but to better understand the essence of 
biographical disruption as it is reflected upon from a place of psychological stability and 
integration. It was assumed that long-term survivors have had more opportunities to 
integrate the cancer experience into their biographies, and were better suited to discuss 
their experiences and the ways in which they interpreted these experiences as they 
transitioned into survivorship. One study participant agreed with this reasoning, stating 
that she did not believe interviewing patients in active treatment, as opposed to survivors, 
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about their experiences of biographical disruption would be as safe or provide the 
richness of data desired in this study. It is strongly advised that future studies which seek 
to understand biographical disruption as it is experienced in the present take special 
precautions to sensitively work with patients in active treatment. Such studies may 
provide more detail about the treatment and diagnosis phases of the cancer journey than a 
study which employs memory to reflect on past experiences; however, it is beyond the 
scope of the present study to suggest ways to sensitively interview current cancer patients 
about biographical disruption. 
5.4 Implications for Future Research 
Participants of this study identified cancer as being biographically disruptive, with 
a number of factors complicating the diagnostic, treatment, and transition phases of their 
cancer journeys. The rationale for studying the experience of cancer and survivorship in 
young adulthood from an embodied perspective was to understand how perceptions of the 
body shifted or changed over time. In this way, future studies that address embodiment 
and the relationship between an individual and his or her body could be designed to 
develop interventions for young adults receiving treatment for cancer, transitioning out of 
treatment, and in survivorship.   
This and other studies have identified the phase of active treatment as 
characterized by vulnerability. Myriad treatment complications, unexpected side effects 
or outcomes of treatment, and rapid changes in body image are felt in the body during 
treatment. In the present study, these changes fostered a sense of discontinuity between 
pre- and post-cancer identities among participants. Participants reported coping with 
negative feelings toward the body by distancing self from the body. Kumar and Schapira 
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(2013) found that participants of their study who established a sense of continuity 
between pre- and post-cancer identity positively incorporated the cancer experience into 
their senses of self. Further studies that focus on offering ways to support a sense of 
continuity, especially those that focus on embodied continuity, may help to minimize 
disconnection and increase post-traumatic growth in survivorship.   
Results of this study suggest that the stage of transition from treatment to 
survivorship is also a particularly vulnerable period of the cancer journey. In their study, 
Hauken et al. (2013) advised that the challenges of transition to survivorship be addressed 
holistically. As embodiment has been linked to sense of self and identity in this study and 
others, it is suggested that future studies in the field of young adult oncology focus on 
interventions that address embodied aspects of identity during the transition from cancer 
patient to survivor to support holistic healing. 
Participants involved in this study also noted that challenges related to body 
image and negative feelings towards the body (e.g. scars, late effects of treatment) 
persisted into survivorship. Bellizzi et al. (2012) suggested that future studies focus on 
negative aspects of survivorship, particularly body image, to support quality of life. With 
the detailed information this study has offered in terms of the specific obstacles of each 
stage of the cancer journey, future studies, including those involving dance/movement 
therapy interventions, could be conducted to support positive body image in treatment as 
well as long-term survivorship.  
While much of the young adult oncology literature addressed the specific 
challenges of isolation and shifts in social functioning, few in-person intervention studies 
could be located. Many articles named social support as a challenge to this population as 
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program enrollment and attrition rates tend to be high for this group. However, one study 
that addressed the efficacy of a pilot comprehensive rehabilitation program for young 
adult cancer survivors and patients found that, due to consistent peer support from other 
survivors in the program, social functioning improved more than all other variables 
measured over the course of the program (Hauken, Holsen, Fismen, & Larsen, 2015). 
When considering the reported benefits of increased face-to-face socialization within the 
young adult cancer population, it would seem ideal to offer group therapeutic 
interventions which not only bring survivors together, but also seek to increase resilience 
in survivorship.  
Love and Sabiston (2011) found that, among young adult cancer survivors, 
physical activity moderated the relationship between social support and post-traumatic 
growth. As such, the authors suggested that physical activity programs which require 
group attendance be introduced to this population to increase post-traumatic growth 
following cancer treatment.   
As an embodied, enactive therapeutic modality which addresses holistic health 
and supports the integration of psychological, physical, emotional, and cognitive aspects 
of an individual, DMT is suggested as an ideal intervention to support re-embodiment 
and re-connection for those who have been diagnosed with and treated for cancer in 
young adulthood. Taking into account the intrapersonal and interpersonal disruptions 
caused by cancer, future studies may be developed and delivered in group format for this 
population, and targeted for homogenous groupings based upon the identified stages of 
the cancer journey. With these suggestions in mind, outcome studies which seek to 
specifically measure the effect of DMT on resilience, post-traumatic growth, and social 
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support among young adult cancer patients and survivors could broaden the scope of 
DMT research while providing evidence for a promising service for this vulnerable 
population.  
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6. SUMMARY AND CONCLUSIONS 
 The objective of the present study was to describe the subjective, embodied 
experiences of biographical disruption, including diagnosis, treatment, and survivorship, 
of cancer in young adults. Three survivors of cancer diagnosed and treated in young 
adulthood were recruited for the study, which employed a phenomenological research 
design. Participants engaged in movement elicitation process followed by verbal 
interviews for this study in order to discover themes related to their embodied 
experiences of biographical disruption. 
Nine themes were identified through data analysis. The first seven themes are 
organized around participants’ sense of dynamic embodiment throughout specific phases 
of the cancer experience: Embodying the Routine Path before Cancer, Unpredictability 
and Disbelief in the Body in Diagnosis, Dynamic Shifts in Embodied Coping and 
Perceptions of the Body during Treatment, Processing the Cancer Experience after 
Treatment Delays Forward Movement, Re-Embodiment Leads to Negotiating Pre- and 
Post-Cancer Identity in Early Survivorship, Understanding and Adapting to the New 
Normal Body in the Present, and Embodied Self-Care in Survivorship. The final two 
themes were identified as being central to the global experience of cancer in young 
adulthood: Biographical Disruption in Young Adulthood Represents Lost or Distorted 
Time and Embodied Biographical Disruption Manifests as Social Disruption. 
The researcher suggests that information on the embodied experiences of 
biographical disruption gathered in this study be used to design future interventions 
which support this population and its unique needs. Dance/movement therapy is proposed 
as a preferred therapeutic modality to support integration and re-embodiment during 
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active treatment, transition from treatment to survivorship, and survivorship.  
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Appendix A: Recruitment Flyer 
 
Drexel University  
Recruiting Volunteers for a Research Study: 
Experiences of Biographical Disruption Among Young Adult 
Cancer Survivors: A Phenomenological Study 
A study which seeks to understand the embodied experiences of diagnosis, 
treatment, and survivorship of young adult cancer survivors. 
Study Information: 
 This study will take approximately 2 hours of your time to complete 
 You will be asked to participate in an in-person expressive movement activity 
followed by a verbal interview.  
 A 15 minute follow-up phone call will take place about 2 weeks after the meeting . 
 Your identity will be kept confidential and your health information private. 
 You will be offered a $10 Starbucks gift card as a thank you gift for participating.  
 
Eligible Participants:  
 Received a diagnosis of cancer between the ages of 18 and 35 and completed all 
treatment at least 5 years before participating in this study 
 Are at least 23 years old  
 Can speak and write English fluently 
 Are willing to consent to participate in the study and share experiences with the 
researcher 
 Are not a member of the staff, faculty, or student body of the Drexel University 
Creative Arts Therapies Department 
 Are not currently diagnosed with a major mental illness.  
 Do not have a life-limiting chronic physical or medical condition unrelated to cancer 
 Are not pregnant. 
If you are interested in participating in this study, please contact: 
   yacresearch@drexel.edu 
 
This research is conducted by a researcher who is a member of Drexel University. 
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Appendix B: Electronic Flyer 
Electronic Announcement to the College of Nursing and Health Professions 
Seeking volunteers for a research study. 
 
A study entitled “Experiences of Biographical Disruption Among Young Adult Cancer 
Survivors: A Phenomenological Study” is recruiting participants. The purpose of the 
study is to gain an understanding of the subjective experience of being diagnosed with 
and receiving treatment for cancer in young adulthood. 
 
Volunteers who meet eligibility criteria will be invited to participate in an individual 
expressive movement activity and verbal interview. Participation will be completed with 
a follow-up phone call about two weeks after the in-person meeting, lasting no more than 
15 minutes. The entire process will take 2 hours to complete. Participants’ identities will 
be kept confidential and their health information private. 
 
Eligible Participants:  
 Received a diagnosis of cancer between the ages of 18 and 35 and completed all 
treatment at least 5 years before participating in this study 
 Are currently between the ages of 23 and 40 
 Speak and write English fluently 
 Are willing to consent to participate in the study and share experiences with the 
researcher 
 Are not a member of the staff, faculty, or student body of the Creative Arts Therapies 
Department 
 Are not diagnosed with a major mental illness 
 Do not have a life-limiting chronic physical or medical condition unrelated to cancer 
 Are not pregnant 
 
If you are interested in participating, please contact:  
yacresearch@drexel.edu 
This research is conducted by a researcher who is a student member of 
 Drexel University as part of a master’s thesis. 
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Appendix C: Telephonic Screen Interview Script 
Date and time of interview: 
Participant’s name: 
Contact Phone Number: 
 
The following script will be used to determine eligibility of individuals interested in 
participating in this study. 
 
Thank you for your interest in this study. The purpose of this initial phone interview is to 
determine your eligibility to participate in the study. I will begin by reading a series of 
statements which you will need to confirm as true in order to participate in this research:  
 You received a cancer diagnosis between the ages of 18 and 35 
 You completed treatment at least five years ago 
 You are now at least 23 years old  
 You are willing to share your experiences regarding diagnosis, treatment, and 
survivorship in a brief movement activity and verbal interview 
 You can read and speak English fluently 
Can you confirm that all of the statements are true for you?  Yes / No 
 
If the individual cannot confirm that the preceding statements are true, the following will 
be stated: Thank you again for your interest in participating but you do not meet the 
inclusion criteria for this study. 
 
If the individual can confirm that the preceding statements are true, the following will be 
stated:  
For the next set of statements I will read to you, please confirm if they are also all true: 
 You are not a member of the faculty, staff, or student body of Drexel University’s 
Department of Creative Arts Therapies 
 You are not currently diagnosed with a major mental disorder  
 You do not currently have a life-limiting chronic physical or medical condition 
unrelated to cancer 
 You are not pregnant 
Can you confirm that all of these statements are true for you? Yes/No 
 
If the individual cannot confirm that all of the preceding statements are true, the 
following will be stated: Thank you again for your interest in participating but you do not 
meet the inclusion criteria in this study. 
 
If the individual confirms that the preceding statements are not true, the following 
statements will be read:  
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You meet criteria for this study. The purpose of this study is to describe the experience of 
cancer in young adulthood from an embodied perspective. If you are willing to 
participate, you would need to be available to meet in person on Drexel University’s 
Center City Campus for an interview lasting no more than 2.5 hours. Would you like to 
schedule this meeting now, or would it be convenient to schedule at another time or via 
email? 
 
Dialogue between student researcher and participant will proceed per the participant’s 
preferences.  
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Appendix D: Qualitative Interview Guide and Question Bank 
Part I: Pre-movement elicitation questions, including demographics 
 What is your current age? 
 What was the age at which you were diagnosed? 
 How many years have passed since treatment ended? 
 What is your gender identity? 
 What is your race? 
 What language would you prefer that I use today when referencing your current 
relationship to your cancer (e.g., survivor, conqueror, etc.)? 
 
The rest of the interview will explore how this movement experience felt to you, and also 
on your recollections of how having cancer has impacted your life journey. This idea is 
called biographical disruption. If at any point you want to repeat a movement from your 
journey exercise or go back into movement expression, that is fine. You can also go back 
to a question at any time, if there is more you want to say about it.  [Questions may be 
asked in any sequence. Possible follow-ups or probes are given below the main 
questions] 
 
Review of movement elicitation 
 
 Where did you decide to begin your journey? 
 Why did you choose that point? 
 Can you describe the rest of the journey?  
 Where did your journey end in this exercise? 
 Where are you today in relation to your symbolic ending place?  
 Are there any sections which stood out to you more than others? (Discuss movements 
or postures which stood out to observer) 
Embodied experiences as they relate to movement elicitation 
 
 How do you feel about creating this representation of your journey through 
movement?  
 In what ways, if any, did this exercise help you connect or reconnect with your 
embodied experiences of illness/treatment? 
 Please think about any specific movements or poses you did which corresponded to a 
specific event during your time living with cancer:  
o How did you connect the event to a movement or pose? 
o What were the feelings/emotions/sensations that arose during these movements, if 
any?  
o Can you describe these as you experienced them in your body? 
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 Some people have late effects from cancer treatment, if you have late effects, can you 
talk about how they might impact your own life or your life trajectory in this post-
cancer part of your life?  
Biographical Disruption 
 Here is the way some people describe biographical disruption [read definition of 
construct]. Can you talk about how this might relate to your own experience?  
 Can you describe how you/your life has both changed and not changed from the time 
before the cancer?  
 How do you relate your embodied experiences to biographical disruption? 
o Can you describe any specific movements or poses that related to particular body 
part or system that was impacted during either diagnosis, treatment, or after 
treatment ended? 
o How did you represent this through movement? 
o Can you describe any feelings/emotions/sensations arise during these movements, 
if any?  
o Can you describe these as you experienced them in your body? 
 What is it like for you to remember and think about yourself and your life before the 
cancer?  
  What is it like for you to remember and think about yourself and your life in the 
earliest parts of your cancer journey? 
 Are there any other parts of your cancer journey that you didn’t express in the 
movement journey that you’d like to share?  
 Do you have any final thoughts that you’d like to share?  
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Appendix E: Movement Elicitation Script 
Dance/movement warm-up (10 minutes). The interviewer will guide this process and 
demonstrate warm-up activities for participants. Both interviewer and participant will be 
standing for this warm-up. 
 
The purpose of the warm-up is to prepare your body to move in ways that will facilitate 
embodied reflection of your personal experiences. Before we begin, please let me know if 
you have a particular song or musical artist you’d like to listen to during our warm-up. As 
we warm up our bodies, feel free to move as much or as little as you are comfortable, and 
don’t hesitate to ask if you would like to take a rest. If you have any pain or discomfort, 
please let me know. Feel free to notice those parts of your body which are particularly 
sensitive or may be associated with the experience of cancer. We will discuss these 
sensations later. We will begin warm-up today with the head and neck and move through 
the body towards the feet.  
 Let’s begin with small circles of the head to gently stretch the neck. Circles can be 
clockwise and counterclockwise. 
 Let’s lift both shoulders up towards the ears, and then gently lower them down a few 
times. We can move ours shoulders in circles as well, beginning forward in a 
counterclockwise motion and then reversing this pattern. 
 Let’s stretch the arms out in front of our bodies and reach our arms out into space. We 
can begin to bend our torsos as we reach our arms forward, towards the ceiling, back 
behind us, and down in a circular movement, and then reversing this pattern.  
 As we move our arms, let’s begin to incorporate our torsos by bending at the waist 
while reaching in front of ourselves, reaching towards the floor, and twisting from 
side to side. Let’s lift one arm and then the other towards the ceiling as we bend, 
stretching through our sides. 
 Let’s begin to shift our weight from side to side with our feet slightly apart. We can 
shift our hips from side to side as well. 
 Moving closer to the feet, let’s bend the knees and lift one foot at a time off the floor. 
 Let’s take some deep knee bends, feeling our feet press into the floor. 
 Try lifting the heel of one foot while the toes press into the floor. Let’s repeat this 
with the opposite foot.  
 Let’s continue to gently stretch our whole bodies while taking some deep breaths. We 
can tap, rub, or shake different parts of our bodies as we finish our warm-up.  
 Is there any part of your body you’d like to give more attention to in warm-up before 
we bring this to a close? 
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Dance/movement activity: The Journey (10-20 minutes) 
I’m going to provide you with a brief explanation of the journey, which is an activity 
used in dance/movement therapy to express a nonverbal narrative which represents an 
individual’s experiences. In the context of this study, the journey will be used to represent 
your life before, during, and after diagnosis and treatment. I am interested in the impact 
these experiences have had on your life trajectory, and whether or not you would 
characterize these experiences as biographically disruptive. In other words, I would like 
to know how you feel that your life has changed as a result of cancer, and how these 
changes are felt in your body.  
 
In any journey, there is a beginning, a middle, and an end, and there is growth and change 
along the way. Please think of a time before your diagnosis and prior to any experience of 
symptoms to begin your journey. You don’t have to tell me what this time is or represents 
for you; you don’t have to speak during this process at all if you would prefer not to. I 
would like you to choose a place inside the room to represent the beginning and end of 
your journey. As you decide how to show your journey in this way, please know that 
your path from beginning to end does not need to be linear or direct. There are many 
ways to tell the story of this journey with our bodies. For example, we could describe part 
of the journey as a difficult hike with two steps backwards for every one step forward. 
We can glide through the journey or we can stumble and fall. At times, we may tiptoe, 
and at other times we may stomp through our journey. These are some general 
suggestions as to how we could show our own journeys in movement. Your journey is 
unique to you, and the ways in which you decide to represent your journey today will be 
different from another’s journey. 
 
Let’s move to the area in the room which you have chosen as your starting point. Once 
you have decided where that will be, choose a direction for your path. Consider the 
challenges you have faced and the emotions which accompany these challenges. As you 
move towards your end point, consider where you would stop your journey to represent 
where you are today. This can be any distance from your end point, depending on what 
you have chosen to represent the end of your journey. I will not be moving with you as 
you make your way from the beginning of your journey to where you are today, but I will 
be witnessing and supporting your journey.  
 
As you consider the events which characterize your journey, please know that I will not 
be asking you about each step or gesture. During the interview which follows, I will only 
be asking general questions about your experiences. Feel free to create movements which 
are significant to your own experiences, but do not feel pressured to speak to these 
events.  
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At this point, the participant will work to create his or her personal journey which 
represents pre-diagnosis to current state. As was mentioned before, the interviewer will 
serve as a witness and a guide for this process. Once the participant feels as though he or 
she has created a journey, this participant will be asked if he or she would like to repeat 
or clarify movements. The process is repeated as many times as is necessary within time 
limits until the participant feels satisfied with his or her work. The participant will be 
asked to finish the journey where he or she is today so that the interviewer may verbally 
engage the participant and begin to transfer to the verbal interview.  
 
Reflecting on this end of your Journey for today, I see you are facing [forward, 
backwards, to the side, etc.] and you are [standing, sitting down, crouched, etc.]. Could 
you tell me where your journey has taken you today and where you feel you are in 
relation to the end of your journey? 
 
Interviewer continues with verbal interview questions from this point in the process. See 
Interview Guide for interview details.  
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Appendix F: Consent Form 
Consent to Take Part in a Human Research Study Page 1 of 5 
 
Drexel University  
Consent to Take Part in a Research Study 
1. Title of research study: Experiences of Biographical Disruption Among Young Adult 
Cancer Survivors: A Phenomenological Study 
2. Researcher: Sharon Goodill, principal investigator; Erin Gallagher, student 
investigator 
3. Why you are being invited to take part in a research study 
You are invited to take part in this study because you are a survivor of cancer in young 
adulthood and you have expressed a willingness to discuss your experiences related to 
diagnosis, treatment, and survivorship for research purposes. To participate in this study, 
you must have received your diagnosis between the ages of 18 and 35. You must also 
have completed all treatment, without subsequent recurrence, at least five years prior to 
participating in this study, and you may not currently have a life-limiting illness unrelated 
to cancer. You must be willing to participate in an in-person movement improvisation 
activity and a verbal interview, followed by a phone call to review findings and ensure 
their accuracy. 
4. What you should know about a research study 
 Someone will explain this research study to you. 
 Whether or not you take part is up to you. 
 You can choose not to take part. 
 You can agree to take part now and change your mind later. 
 If you decide to not be a part of this research no one will hold it against you. 
 Feel free to ask all the questions you want before you decide. 
 This study is being conducted by a member of Drexel University. It is part of the 
degree completion requirements for the student investigator.  
5. Who can you talk to about this research study? 
If you have questions, concerns, or complaints, or think the research has hurt you, talk 
to the research team at yacresearch@drexel.edu. 
This research has been reviewed and approved by an Institutional Review Board 
(IRB). An IRB reviews research projects so that steps are taken to protect the rights 
and welfare of human subjects taking part in research.  You may talk to them at (215) 
762-3944 or email HRPP@drexel.edu for any of the following: 
 Your questions, concerns, or complaints are not being answered by the research team. 
 You cannot reach the research team. 
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Consent to Take Part in a Human Research Study Page 2 of 5 
 You want to talk to someone besides the research team.  
 You have questions about your rights as a research subject. 
 You want to get information or provide input about this research. 
6. Why are we doing this research? 
The purpose of this research is to describe the embodied experience of diagnosis, 
treatment, and survivorship of cancer in young adults. By focusing on the body, this 
research aims to create a holistic picture of how young adults with cancer perceive 
challenges related to illness and its impact on their development.   
7. How long will the research last? 
We expect that you will be in this research study until you have completed your 
scheduled interview and follow-up phone call. The interview will last about two hours, 
and the phone call will take place up to two weeks after the interview, lasting only 15 
minutes.   
8. How many people will be studied? 
We expect about 10 people will be in this research study. 
9. What happens if I say yes, I want to be in this research? 
 The student investigator will contact you to schedule an interview time. The interview 
will last no more than one and a half hours.  
 The interview will be held in the dance/movement therapy research studio located on 
the second floor of the Three Parkway Building, 1601 Cherry St. in Philadelphia.  
 The interview will consist of a brief review of your background information followed 
by a movement warm-up led by the student investigator. Afterwards, you will be 
asked to create a movement sequence that represents your cancer journey. The 
student investigator will be present during this time to provide instruction and 
guidance and to answer any questions you may have. The student investigator will 
then interview you about this experience and about your life trajectory. 
 Only the verbal interview will be audio recorded on an encrypted audio device. The 
movement portion of the interview will not be recorded.  
 You will be contacted up to two weeks after your interview by the student 
investigator to ensure that the information she collected from you is accurate and 
represents your thoughts and feelings.  
10. What are my responsibilities if I take part in this research? 
If you take part in this research, it is very important that you:  
 Follow instructions provided by the student investigator while participating in the 
study.  
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Consent to Take Part in a Human Research Study Page 3 of 5 
 
 Tell the student investigator right away if you have a complication or injury at any 
point in the research process or if you would like to end your participation in the 
study. 
11. What happens if I do not want to be in this research? 
You may decide not to take part in the research and it will not be held against you. 
12. What happens if I say yes, but I change my mind later? 
You may agree to take part in the research now and stop at any time and it will not be 
held against you. There are no negative consequences to terminating your participation.  
13. Is there any way being in this study could be bad for me? 
 There may be a slight risk of physical, emotional, and/or psychological discomfort in 
recalling and discussing embodied experiences of cancer with the student 
investigator.  
 Personal information will be collected and interviews will be audio recorded; as such, 
risk of loss to anonymity is possible.  
14. Do I have to pay for anything while I am on this study? 
There is no cost to you for participating in this study.   
15. Will being in this study help me any way? 
We cannot promise any benefits to you or others from your taking part in this research.  
16. What happens to the information we collect? 
Efforts will be made to limit your personal information, including research study records, 
to people who have a need to review this information. We cannot promise complete 
secrecy. Organizations that may inspect and copy your information include the IRB and 
other representatives of this organization.  
17. Can I be removed from the research without my OK? 
The person in charge of the research study can remove you from the research study 
without your approval. If you are displaying signs of physical, emotional, or 
psychological distress during the interview process, the student investigator may wish to 
stop and review your participation in the study with you. At this point, you may choose to 
terminate your participation or continue; however, the student investigator may determine 
that it is in your best interest to end the interview to minimize risk to your well-being. 
Information about free counseling services provided by licensed social workers and 
professional counselors with the Cancer Support Community Greater Philadelphia will be 
given to you at the end of your participation, whether or not the interview process has 
been completed.   
18. What else do I need to know? 
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This research study is being done by Drexel University. If you agree to take part in this 
research study, you will be compensated $10 in the form of a Starbucks gift card for your 
time and effort.  
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Your signature documents your permission to take part in this research. 
DO NOT SIGN THIS FORM 
AFTER THIS DATE 
  
   
Signature of subject  Date 
 
 
Printed name of subject 
   
Signature of person obtaining consent  Date 
   
Printed name of person obtaining consent  Form Date 
 
 
 
